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ABSTRACT • 

The Report •details accomplishments in the second year 
of a project serving 136||infants thought to be at high risk for 
developmental disabilities bejrause of prematurity and serious 
illness. The project features a developmental intervention begun in 
the intensive care nursery (ICN) and continued }n the infant's home , 
during the first year of life. A summary of accomplishments for th6 
year cites'^est'ablishment of a parent support group and adoption of a 
new d'dsessment instrument ,for premature infants. Each of nine project 
objectives is then addressed in terms >f activities and 
accomplishments as well as slippages or modifications of objectives. 
The objectives include providing^ individualized programs of 
developmental care and therapy, educating and involving ICN nurses in 
developmental therapy, educating and involving parents, providing 
followup from ICN to secondary care nurseries, /preparing a handbook 
about developmental therapy for parents, preparing a training manual 
for parent educators, and demonstrating the'effectiveness of the ICN 
developmental therapy program in obtaining continued funding. 
Appended material includes samples of infant Assessment and parent 
questionnaires^ (CL) 
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ICN INTERACT PRO,JECT 
SECOND YEAR PROGRESS REPORT, JULY 1, 1981 - JUNE 30, 1982 

I. SUMMARY or ACCOMPLISHMENTS 



1. During the iTecond project year 36 high risk Infants hospital- 
ized one month or more in the ICN were served as proposed. The second 
year babies were admitted at an aven younger gestatfbnal age than 
first year babies. Average length of ICM stay and project Intervention 
In the ICN was longer, an average of 15-2 weeks, and a range or 6 to 

65 weeks • By the end of the second year a total of 12 project and 
41 non project babies received developmental services in the ICN. 

2. A new assessment of premature infants wa|^s adopted for use m 
the ICN.. The Assessment of Premature Infant Behavior (APIS) permits 
more detailed project evaluation and developmental monitoring. 

3. The project participated in the initiation of a support 
group for parents of premature infants and in efforts to improve 
the ICN environment for infants, parents, and staff. 

4. Developmental follow-up was provided as proposed for babies 
leaving' the ICN. A total of 113 home visits and 106 follow-up 
clinic visits, which included 22 formal developmental assessments 
with the Bayley Scales of Infant Development, were provided during 
the second year. The majority of those tested were performing in 
the normal range on the Bayley Scales at one year corrected age. 
Five infants were^ referred to early intervention programs for , 
handicapped infants and five others were scheduled for continued 
developnental monitoring. 

5. A handbook for parents in the 'iCN was drafted. "Develop- 
mental Steps, a Guide For Parents To infant Development In the ICN" 
was revised and sent for editing by the technical assistance agency . 
WE5TAP. The handbook will be again revised then distributed for 

ude in the third* year. . ^ 

6. Final plans for data collection and analysis pertinent to 
evaluat^ior of the project were made. Evaluation will be made of 
infant development, parent participation, nurse participation and 
impact on the ICN environment. 

7. Significant efforts were made to share project expertise 
and procedures with others. This included presentations at several 
conferences, preparation of three papers for publication , and radio 
and magazine coverage. 

8. The project director participated on a number of state and 
federal advisory committees concerned with improvements in services 
to infant with special needs. Several legislative and policy init- 
iatives resulted. 

9. The project participated in the establishment of ongoing 
developmental rollow--up services by a Neonatal Follow-Up Clinic for 
high risk infants leaving the ICN. 



I.C.N. INTERACT PROJECT 
SECOND YEAR PROGRESS REPORT, JULY 1, 1981 - J.UNE 30 , 1982 
11. REVIEW OF PROJECT OBJECTIVES 



Accomplishment* are best- reviewed in the context of project ob- 
jectives ss originally proposed, with modifications reported in the 
interim progress report (July 1 - Dec. 31, 1981). The primary goal 
of the ICN Interact Project is to foster the developmental processes 
of premature and seriously ill newborns who are at great risk for 
vhandicapping conditions. Nine subordinate objectives identify major 
project activitiies. , 

The format requested" for accomplishment reporting by OE form 9037-1 
is categorical rather than by project objectives. In order to comply 
with the requested- format , the following list identifies which objec- - 
tives correspond to each category: 

Program Performance Report Category Project Objectives 

1. Direct and Suppiletnentary Services Objective 1,4,5 
for Childreiys Services 

2. Parent/Family Participation Objective 3 

3. Assessment of Children's Progress Objective 1,5,8 

4. inservices Training for Project Objective 2 
Staff 

5- Training for Personnel from Objective 4 

Other Programs or Agencies 

6. Denonstration and Dissemination Objective 6,7,8 
Activities • 

7. Coordination with Other Agencies ^ Objective 4,5 

8. Continuation and Replication Objective 8,9 



In narrative form, 1. Direct and Supplem entary Services for Child- 
ren's Services in the ICN Interact Project include the intervention 
program in the ICN (objective 1), follow-up in secondary care nurslsr- 
ies (Objective 4-) and at home (Objective 5). 2. Parent/Family Partici- 
pation in the INC Interact Project, consists of involvement in both the 
ICN intervention (Objective 3) and home follow-up program (Objective b) . 

3. Assessment of Child's Progress occurs during the ICN intervention, 
program (Objective 1) and follow-up at home (Objective 5), and is a 
major component of the project's overall evaluation plan (Objective 8). 

4. Inservice Training for Project Staff focuses on training for ICN 
nurses (Objective 2), since existing project- staff are all highly 
trained. 5. Training for Personnel from O ther Programs or Aqencic.^ 

IS provided to personnel from secondary care hospitals (Objective 4). , 
6. Demonstration and Dissemination activities include preparation of 
two products: a handbook for parents (Objective 6) and a training . 
manual for health care staff (Objective 7), as well as activities re- 
lated to demonstration of the effectiveness of the program (Objective 8) 



7. Coordination with Other AQT)cie» . In the ICN Internet Project, is 
coinpri»«* coordinetion follow-up in secondary care hoepitels 
(Objfctive 4) and at home (Objective 5). 8. Contlnuetion end ReDli- 
gytlon ere represented by Objective 9 end 8 respectively. 
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ob1«ctive' It To provide individual ifd pr^iraras of dtve lODmenf 1 
Z^l^ ir.A »v>T»nv to Sfe ICN i»tl«nt» Purina €V>e »»cond ^rolect^yftAJ 



care Td t v>»r»nv to Sfe iCN i»ti«nt» iSurinQ the »»cond -prQiect Year. 

D - ^ ^ ^ ^ 

A. Activitea and Accompli »hTncntf 

This objective hei. been eccompli shed. During the second project 
yeer. during the flr»t project' yjepr , 36 infente who required in- 
te»ive cere for one month or more were identified end edmlftted 'to 
the project. An edditionel 27 infente were screened end •sseseed 

by the project. 

I. DeecriPtion of Infant Populatio n Referred, bv Prolect 

As proposed, developmental intervention in the ICN was initiated 
with 36 infants admitted to the project between July 1., 1981 and 
June 30, 1982. Thirty four of the 36 infants admitted were premature 
infants of less the 37 weeks gestational age. 

A sig,nif icanf trend toward earlier referrals to the project of 
very premature babies occurred from the first to the second year. 
We attribute this to a combination of the project's success in the'" 
nursery with a concurrent improvement in the survival rate for the 
very premature infant. In the second year 30 infants were admitted 
who were 31 weeks gestational ege or less, while in the first year 
only 21 of the 36 infants were that age. In the second year 9 in- 
fants were that age. In the second year 9 infants^were less than 
28 weeks gestational age, while in the first year 6 were that pre- ^ 
mature. The age of the infant population has profound implications 
for the type of developmental intervention which is possible and 
appropriate. It is important to note that, thanks to the cooperation 
of the neonatology, nursing and other ICN staff, the ICN Interact 
Project is unique in its opportunity to work with very premature 
infants and families from near the beginning of life in the ICN. 

The number of full-term babies who met the project length-of- 
stay criterion fell fron; 4 in the first year to 2 in the second. Of 
the premature babies , al 1 \had a diagnosis of RDS (respiratory distress 
syndrome), with 12 subsequently developing significant BPD (bron- 
chopulmonary dysplasia). Five of the 8 of these BPD babies who had 
been discharged by the end of the project went bo^e on oxygen. Nine 
of the infants have mild RLF (retrolental fibropla^a, or retinal 
dama^ge) . ' ' - 

Geographical and ethnit distribution of the 36 famlies admitted 
in the second project year is as follows: Fifteen infants- are from 
Contra Costa County, and 21 infants are from Alameda County, of whom 
X5 are from urban Oakland. The population is bSX black, 36X Caucasian 
6X hispanic and 3X asian. 

In addition to the 36 infants admitted to the project another 27 
infants were screened or^assessed by the project, with subsequent 
developmental recommendations to neonatologists , nurses end parents.- 
By the end of the second project year therefore, a total of 72 pro- 
Ject..and 41 non-project newborns had received developmental services 
in the ICN. 



• Mnn-oroleet infants fall into three categories: 1) infants who 
are nS? SS««a toVet the len,th-of-stay .amission "iterion, b) 
"fantt Who »ay ..eet the l.n,th-of-st.y criterion but « 

.SS%r^l\1'ofToJnn?-sivr?ojU::^r"erei'c'es than the project 

provides^ . 

T..r.nts who have been diagnosed as handicapped are referred to 
a »De?f*ny ^JainSroHupatioSal therapist who is part of the develop- 
LSfn"iei;apy tea. «ter assess^nt^^ 

retelo^Lftri^rerUrprogrrfor tL »."^^J^P|^e,"4f bj- 
hA'^l ^^X^^^i'^r^io - «en 3 j Le 

rer;?i.^?hrf^^cTo^^^^^^^ 
to tjri^rg?^\f p^a^iSpitfo^ r^-^hfiis-^^^ 

r-'jrseeri^xfl^ «t:S%^es^^ncfe:ses"cL'4':"pb.?ldf^^ ' - 
ttf lirvival Srvery p«,„ature infants «.f '"-"^^ J^jJJSr 4 Month's 
- on the average these l«bies are =P^jf ^^J^^LJtal ton- 

of life in the ICN environment, it is clear tnat a »^ f 
cern and perspective is most appropriate. 

By the end of the priject year 26 .of the 36 second V^.-^" f-^||i°2' 

the previous year. This is «=°"=J=^^"^ ^^^.^J^^^^^e^tiary ?C^^ second- 
T^^^-^^l ro^r-^^ntly dtf^t- 

ly to their homes. 

Assessment nf Tndiv j '^^^^i Developmental Needs 

• devefo^iS^ ^d ^^^^^I^'VS^SS^^^^" 
developmental needs of the premature »"^„=""""^ed in the first 
the Intensive Care Nursery setting. As was discussea . 
i^^ual report this process h.sregu.red^several^ste ^ 

^.rL^^rUII? siit kbTri:r;;^°;eg^perating premature .ntant was 
developed and implemented. 

Based on first year technical assistance by Dr. Peter GorsXi of 

as reflected by changes in state. ^J^^e color and so 

indicators, including respiration and heart rate, color ana so 



forth. 



These assessments completed by project staff were supplemented 
by 3) an assessment completed by one or more of each Infant's pri- 
mary nurses. T^g Kursino Assessment of Hioh-Ri sk Infant Behavior 
is a xesearch tool development by Dr. Peter Gorski which records 
-the nurse's perception of developmental characteristics of the baby. 

Assessment of individual developmental needs also required 4) 
Assessment of the-IGW JEnvironment . The types of physical and social 
stimulation, medical 'aJiid caregiving procedures vary from baby to 
baby and over time as the baby convalesces. 

.1 

By the end of the first project year all four assessments were^ 
in use. Copies of each of the assessment forms were included in the 
first annual report. . . - 

These assessments represented significant and exciting steps 
forward in identifying the characteristics of premature infant 
behavior. As such they were of value in devl^loping intervention 
programs, and in educating ICN nurses and parents about individual 
infant needs. For the purposes of evaluating the intervention pro- 
gram, however, they had three major drawbacks: 1) developed as 
clinical tools, they<lacked the reliability and validity of standard- 
ized assessment ^procedures available for older children; 2) their 
non-quantified and non-sequential struc^tures made changes overtime 
difficult to analyze or interpret; and 3) correlation with assess- . 
ments of behavior and development after term (such as the Bayley 
Scales of Infant Development)' was unknown.' 

■ > 

- Late in the first" year project sta^f learned of an assessment 
of premature infant behavior based on the'' BNAS under de-velopment by . 
Als, Lester, Tronick and Brazleton. Sin,ce this assessment promised^ 
to 4limi-nate some of the drawbacks just identified, project staff 
sought; technical assistance by Dr. Heideliese Als through WESTAR 
during the second proj-ect year; 

' Dr. Als provided ,pre-publi cation copies of the Assessment of 
Premature Infant Behavior (APIB) which the infant educators began 
using. As part of WESTAR 's technical assistance Dr. Als made a three 
day site-visit to th4 project in March. Project staff were observed 
and certified in use' of th^ APJB. Clinical and evaluation appli- 
cations of the assessment were discussed extensively with project 
staff and also with ICN and hospital staff in. special meetings and 
grand roundfe. 

Project staff believe that the APIB is useful as a behavioral/ 
developmental assessment tool '^or trained ICN* developmental special- 
ists for several reasons. It Kas a reliability /validity base estab- 
lished through research. It is quantified in such a way that a long- 
itudinal ccmparison of assessments is .feasible. Observations may 
begin with -a significantly premature baby, even before non-essential 
physical handling is' appropriate. Finally, research is underway by 
Dr. Als and others correlating APIB performance with later performance 
on the Bayley Scales and other infant development assessments. 
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Perhaps n»o»t important to project staff, the/theoretical base 
of the APIB is compatible .with the intervention model and clinical 
applications needed by the ICN Interact Project. The APIB can pro- 
vide detailed developmental information of value even to highly 
skilled intervention staff/and with proper interpretation, tp 
medical staff ano parents in the ICN. 

On the basis of six months of use of the APIB project staff 
have determined that it is tho^ best assessment tool for staff use 
(though the Developmental Observation and BNAS modification are 
felt to be more useful for beginning developmental specialists in 
the ICN)'. Since the APIB essentially incorporates many of the items 
or purposes of the earlier project -developed assessments, and since 
the APIB demands several hours to administer, score and interpret, 
the project has replaced use of the earlier infant assessments with 
use of the APIB- alone. Nurses assessments and occasional ICN environ- 
ment assessments are still completed. 

Project staff have developed a narrative summary of the APIB and, 
with the help of Dr. Als. a format for incorporating impressions 
based on the APIB into the infajits medical records and discharge 
summary. A sample of the APIB scoring, narrative summary, medical 
records summary and discharge evaluation are included in the Appendix. 

The ICN Interact PrcTject is a national leader in developing 
interVefttion techniques appropriate to the hospitalized premature 
infant population. A decision was made to realize the innovative 
potential of the project. Comprehensive assessment and intervention 
techniques have been developed or adopted, even though the several 
changes in data collecion will make rigorous program evaluation more 
difficult. 

3. Individualized Develo pmental Programs 

A plan of developmental intervention i? prepared for each project 
infent by the infant educators. The developmental plan is based on the 
assessments just described, as well as the Assessment of Parent- 
Inf&nt Interactions and thfe medical status and care of the infant. 
The plan identifies long term goals differentiated for^preterm and 
postterm infants which are based on project preterm and postterm 
curricula. The plan is the basis for weekly developmental goals and 
activities which are posted at the infant's bedside. The preparation, 
implementation and evaluation of these developmental programs is un- 
changed from the description included in the first annual report. 
A recent" addition has been the weekly developmental update which 
summarizes changes in activities and infant development for review 
by" the project pediatrician monitoring project babies. * 

B. Slippages or Modificat ions of Oblective 1 

On 'the basis of grant budget constraints, the original proposal 
of serving 50 ICN infants with the addition of a half-time educajor 
) in the second year was modified to serving a target population of 
( 36 infants with existing .staff. All activities under this approved 
modification of Objective 1 were accoijrplished as proposed. 
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pbiective 2: To education and enlist the ICN nurses iT) providinQ 
developmental therapy es well e^ in the task of modifying the ICN 
environment for the infa nt's benefit, ^ 

A, Activities and Accomp lishments 

Second year activities related to effective involvement with 
ICN nurses were accomplished as proposed. An important element of 
developmental services to Infants in the IpJ is the cooperative 
working relationship between ICN nurses and project staff. 

First year accomplishments exceeded original objectives, f Activities 
fell into fpur general categories: 

1. education for nurses 

2. a support group for nurses 

3. nurse participation in assessment, program 
planning, intervention and follow-up 

4. project participation in joint and nursing 
' initiated activities to improve the ICN 

environment. 

During the second year these types of activities continued with 
particular emphasis on new methods of involvement of the individual 
ICN nurse in assessment, program planning, intervention and follow- 
up of project infants. 



1. Education for Nurses 

A number of TCN nurse education activities were conducted success- 
fully during the first year. These included a training series for 
nurses in developmental intervention, six presentations to local 
conferences attended by ICN nurses and an open house/orientation for 
hospital staff. The project also presented a well-attended and 
highly -evaluated one day conference: "The Intensive Care Nursery, 
Intervention and FolXow-Up". This conference, conducted in June, 
emphasized 4;he significance of the ICN nurse in developmental inter- 
vention. A copy of the agenda is included in the Appendix. 

According to second year timelines, between July 1 and September 
1 the project was to assess the need for, and provi(3e as needed, an 
additional training series for new ICN nurses. The conclusion was 
that the recent (June) conference on developmental intervention in 
the ICN met the needs of new nurses, and an additional training- 
series was not wjarranted. ' Instead, the project has prepared a 
videotape of an earlier training series. This can be made available 
for new nurses on an individual and flexible basis. The project has 
also begun work toward a third year product for training health per- 
sonnel which is described under Objective 7. 

A significant opportunity for nurse education was provided in 
February during a site visit for technical assistance purposes by 
Dr. Heideliese Als, Harvard Medical School ICN nurses from Children's 
and related secondary care pensonnel, as well as other hospital 

' personnel, were invited to a , special grand rounds presentation by 
Dr. Als on the behavioral assessment of preterm infants. This pre- 
sentation was foi'lowed^ later, in the day by an extended luncheon 

. presentation and discussion with Dr. Als to which a smaller number 

"\ ■ ' ' ' - 
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of k?y nursing and other medical •taff were invited. Jliese pre- 
sentations wer# well received, and reinforced the developmental 
focus of the ICN Interact Project. 

The most effective educational approach with nurses in the ICN 
is the individualized approach, employing daily situations in the 
ICR to illustrate and encourage a developmental perspective. This 
is particularly true for the large and fluctuating nursing staff 
of a big tertiary ICN such as ours, which must rely upon both highly 
experienced and developmental ly sophisticated primary care nurses 
as well as new and on-call nurses. As the project refined its 
model of nurse participation in infant assessment, program planning, 
intervmtion and follow-up during the. second year, opportunities for 
Individualized ICN nurse education expanded. 

'. 

Although group training sessions for our ICN nurses were deter- 
mined to be not necessary and less effective than individualized 
training, such group training continued to be offered to nurses 
from secondary care hospitals to which project babies are transfer- 
red. Five 1-2 hour training sessions in developmental principles 
were offered to five groups of ICN nurses as^an integrated part of 
Children's ICN Outreach Training Program. 

2. ^ Support. Group for Nurses 

Although not originally proposed, the project Jias found it 
valuable to provide an opportunity for primary care, nurses to dis- 
cuss their feelings about their work and the infants they care for. 
This effort has grown out of an informal presentation on attachments 
by the project psychologist, who is an^^xpert in the area., Sh§ met 
a number of times with the nurses on a monthly basis. 

Primary care nurses experience stresses above and beyond the 
demanding care of sick and fragile infants. Attachment is likely 
to the infant for whom they provide intensive and life sustaining 
care for weeks or months. This can pose problems in their relation- 
Ship with the infant's parents, particularly mother. Loss is in- 
evitable and abrupt when the infant leaves or dies. Nurses often 
.need a recovery .period once one primary care nursing assignment 
ends before they regain the emotional stamina to take on another. 

Discussion and peer support are helpful in dealing with some of 
these stresses which can dramatically affect the nurse-infant inter- 
action. The support grotp offered by the pnpject is -low-key and 
voluntary, continuing only as the nurses have requested it. 

Support group meetings began in response to particular difficult 
attachment/separation problems for ICN nurses presented by several 
infants requiring long-term hospitalizations. These meetings began 
■ in the spring anSvContinued on a month-by -month basis into the fall 
of 1981. The meetingi ceased once those problems were resolved, 
but nurses were told that they can be reinstituted if needed. 

■ 

3. Nurse Paftic|P^i6ri in Infant Assessmen t. Program Planning. Intep- 
v fnt^on fnd Follow-UP ^ 

During the second year these were the key daily activities related 
to Objective 2. The ICN Interact Project's intervention philosophy 
emphasizes involvement of all primary caregivers, nurses and parents. 



•nd concern with the developmental aspects of the Infant's total 
24 hour a day environment. The nurses who care for each baby are 
a significant elament in the infant's early experiences. Thou.gh 
medical caregiving is their primary responsibility, there are many 
ways in which they can effect developmental Intervention objectives 
as well. The project has^wo types of goals in involvement of 
nurses.' It encourager. nurses to carry out developmental activities 
prescribed in the infant's weekly program. Perhaps even more im- - 
portantly, it encourages nurses to provide care in ways that will 
be development ally optimal for the ind'ividual infant. Our exper- 
ience has been that there is tremendous individual variation in 
nurse participation in both areas: but that with information and 
involvement many ICN nurses can be sensitive, effective developmental 
interventionists. 

Assessment . Nurses are involved as much as possible in the 
assessment of the behavior and development of project infants in - 
the ICN. Shaijing such observajtions with the infant educators, and 
other project staff has beefr Identified as of great educational 
and supportive value 'by many of the ICN nurses. 

Nurses participate in formal assessment in two ways. First, the 
nurse frequently assists the infant educator in direct developmental 
assessment of the infant. Pripr to the project's adoption in Feb- 
ruary of the new Assessment of Premature Infant Behavior (APIB) 
developed by.' Dr. Heideliese Als. et.al, nurses assisted in the com- 
pletion of every Developmental Observation assessment. ^ 

The Devedopmental Observation procedures were developed b^ pro- 
ject staff and- are described in the First Year Report. During the 
Developmental Observation th^ nurse carried out requested 'routine 
handling procedures while the infant Educator recorded the infant s 
behavioral and physiological responses. These observations then 
provided the basis for handling and developmental intervention 
5-ecommendations to the nurse. Since the nurse received immediat 
"feedback from th;Ls observation about the effects of- her handling, 
of the baby, the assessment procedure itself was frequently a use- 
ful nurse education tool. 

The Assessment of Premature Infant Behavior (APIB) was adopted 
for use after project staff were certified in administering the 
assessment by Dr. Als. Administration requires direct handling of 
the baby, much like the Brazleton Newborn. Assessment Scale on which 
it is based. Therefore! current assessment techniques do not per- 
mit as much direct nurs^participation as needed earlier. However, 
project staff attempt to involve the nurses in observation and 
commenting on the assessment procedures when feasible. Since the 
APIB generates detailed behavioral information about the babies in 
their care, many nurses are interested in the assessment procedures 
and Scoring. 

' Nurses, particularly primary care nurses, also are to 
complete an assessment, the Nursing Assessment of High 
Behavior, which wfcs developed for research by Dr. Peter Gorski ot 
Mr. Zion Hospital in San Francisco. A copy of this assessment was 
included in the First Annual Report. 
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This provides the infant educators with information regarding 
the consistency of infsnt behevior seen more briefly during their 
Msesstnents. It also reveals how the nurse perceives the individual 
infant, identifying problem areas (such as irritability) which may 
be appropriate for developmental intervention, or areas of individvial 
nurse education (sucTi as normal and atypical muscle tone character- 
istics of the premature infanty) which may be valuable. 

Prcxarnm Planning . The infant educators attempt to involve 
nurses in the program planning for an infant, particularly when 
the infant has primary care nurses who know her or him well. In- 
dividual nurses are consulted on a daily basis for ^heir observations 
and suggestions. Primary care nurses are invited to a weekly multi- 
discipli'nary program planning meeting, at which plans and progress 
. are 'reviewed . 

Intervention . As mentioned earlier, nurses are regarded as 
vital to effective developmental intervention. Nurses are asked to 
carry out the developmental activities listed on the infant's weekly 
goal sheet. Many. of them do, and record and describe their efforts. 
In. accordance with the project's philosophy of intervention, many 
of the prescrived activities are compatible with or directly related 
. to routine care procedures. As an example, the infant educator may 
suggest that an infant be positioned frequently by the nurse on 
his stomach rather than his back because he seems better able to 
soothe and organize himself in that position. Or the infant educator 
may determine that a baby is easily overstimulated, with a resulting 
recommendation that the nurse either elicit the baby's visual attention 
or talk to the baby during- routine caregiving procedures, but not both 
at once. ^ ' 

The infant educator frequently ^asks the nurse to assist her with 
daily Observations of the characteristic behavior and responses of 
the infant. The infan)L educator will instruct the nurse as to what 
to look for. The infant educator thus gets information about the 
consistency of the infant's behavior, while the nurse is given a 
developmental focus and observation skills which may be helpful in 
caregiving. For example, one week the infant educator may ask the 
nurse to note when and for how long the baby achieves an 'alert state, 
identifying for the nurse distinguishing features of different states 
in the premature infant. The infant educd^tor gains infornt^tion which • 
is helpful in timing her own intervention^. .The nurse becqbes aware 
of state differences and the pattern for that individual baby. When 
the weekly developmental activity then becomes gaining the baby's 
visual attention during alert states. the nurse will be able to 
carry out the activity more effectively. The nurse has gained infor- 
mation atid an observational skill which may be used with other infants 
in the nurse ' s 'care. 

As the premature infant matures, and for term and post-term infants 
in the ICN, the educational program becomes msuch more active. The 
nurse is asked to change frequently the infant's crib environment of 
visual/auditory/prehension objects. The infant educator may show the 
nurse how to carry out an appropriate developmental activity and ask 
that she do it several times during the course of her shift each day. 
The nurse will be asked not only to carry out the activity but to 
evaluate its effectiveness with that infant. 
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nothing further. They get no feedback about the babyjs course of 
development, or whether thetir interaction* with the parent have been 
tielpful. ICN ataff get aurpriaingly little information which might 
help them modify non-medical procedures. A presentation at our June 
1st conference by a panel of parents abcut their perceptions and 
feelings during their ICN experience had tremendous impact on ICN 
-staff. 



The ICN InteracV Project has attempted to provide some feedback 
to ICN nurses through the conference and more routine procedures. 
One of the most effective has been the posting in the nurses lounge 
of follow-up reports on project infants once they leave the ICN. 
After a home visit the project's follow-up nurse will post a photo- 
graph and a brief report on the infant's health and development. 
This effort has been appreciated greatly 8^. the ICN nurses. 

<■# 

Informal feedback also is provided tofjlidividual primary care 
nurses who are interested in what becomes-^^f a baby in their. care. 
The follow-up nurse and infant educatorsjiiill make a point of in- 
forming these nurses' about how the^baby does when €ranf erred to a 
secondary care hospital or in the transition to home. Joint home 
visits with the follow-up nurse ere also possible. 

By the end of the second year questionnaires were requested frofn 
23 parents who had completed project participation. This questionnaire 
provides evaluation not only of project participation, but of the 
parent's experiences in the ICN as well. Results of the questionnaire 
permit formal feedback to nurses and othcsr ICN staff. A copy of the 
revised Parent Questionnaire is included- in the Appendix. 

4. Proiect Participation in 'Joint and Nftrsino In itiated Activities 

Beginning in the first year and cont^liiaing ^during the second, 
project staff working with ICN nursing staff on. several' activities 
of major import for the quality of the 10l$l environment for infants, 
parents and staff. Some of these includlis parent Support Group. 
A support group for parents of prematura infants was initiated in 
the first year by project staff, ICN nuijsing, " social services a^id 
parents of ICN graduates. During the second project year the parent 
support group was made operational after a series of planning meetings. 
It now provides assistance to parents bbth during and after ICN hos- 
pitalization. Specific activites related to the Parent Support Group 
are described under Objective 3. 

\ 

Organization of a Parent Room . Our ICN until recently has had 
no, place for parents to spend time alone with their recovering babies. 
In apite of space limitations', the need for this has been recognized 
both by nursing and by the project. A amall room leading directly 
off the ICN has been set up for parents*^for breastfeeding, develop- 
mental activities or quiet time with thf baby. - It has been equipped 
with materials useful to parents, such a|.<pamphlets on the premature 
infant and on breast feeding, the prematj^e infant. 

€^ ' 

ChRiiaes in Nursing Care . Nursing f|f making continuing efforts 
to improve the quality of care for ICN fnfants. In addition to 
medical care procedures, nursing is actively incorporating develop- 
mental intervention technique* from thar' project and other sources. 
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An •xcellent •xample of this i» provided in the draft of "Tiny Baby 
Care Guideline*** for nurses which was included in the interim report. 
Many of the infant educators" reconunendations for reducing over- 
stimulation of the very premature infant and for optimal handling 
can be found incorporated with nursing care recommendations. 

Nursing is alert also to concerns with the parent-child relation- 
"ahip and the nurse's role in the development of attachment. The 
ICN nurses receive periodic reviews of the literature on attachment 
as part of their inservice training. Generally, ICN nurses encour- 
age and assist, but do not pressure parents into handling their baby 
until they are ready to do so. Efforts to move toward primary care 
nursing are of great benefit to the parent and to the developing 
paretnt-child relationship, since the parent then has a consistent 
nurse to relate to, who gets to know parent and baby well. 

Changes in Visiting Policies . Nursing is attempting to make 
parents feel more welcome in the ICN and has liberalized visiting 
policies. Parents ire encouraged to spend time in the ICN whenever 
thpy cap, and other relatives, including siblings and friends, are 
permitted to visit the ICN. ^ 

Design of a New ICN . A major building campaign by Children *s 
Hospital will result in space for a new ICN next year. Nursing 
(^nd project staff have been concerned with the design of a new ICN 
which provides both optimal medical and developmental environment- 
for these infants. Developmental concerns include the physical 
organization of space and beds, noise 'and lighting levels, and 
space for parents. " . 

Move Toward Primary Care Nursing ^ Nursing is attempting, and 
the project supports, a move toward nursing assignments for ICN 
infants by a consistent primary care nurse. There are tremendous 
benefits tx) infant and family of primary care. Thete are benefits 
and costs, however, to the individual primary care nurses and to 
ICN nursing^ra^ a whole. Some of costs are emotional; these co^ts 
and some prMect efforts to lessen them were reviewed under Nurse 
Support Groups* Kursing has made several productive efforts to 
maxi^nize the t>enefits and reduce the costs of primary. care nursing. 
Though primary care nursing has not been accomplished completely, 
most project i^i'fants (who are the most prem^jture and longterm ICN 
inhabitants, needing primary care the most) have had good primary 
care nursing. 

B. Slippages or Modification o f Objective 2 

No slippages or significant modifications of this objective 
occurred in the second project year. The project met or exceeded 
timelines and proposed activities. Many unanticipated activities 
and benefits related to this Objective have occurred. 
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Objective 3; To educate and encourage the infant's parents to take 
part in th^ nurturing and care of the in fant to enchance its recovery 
ind c^yve^QDTnent. 

Activities and Accomplishments 

Activities related to this objective have been atcompli*hed as 
proposed. The sequence of cojjtact, planning and interaction with 
the parent in the ICN which was detailed In the original proposal 
has been followed with each of the 36 project participants In the 
second project year. 

The project attempts to assist the establishment of a basic 
attachment relationship between high risk newborns and their parents. 
Project staff provide information about current and anticipated cap- 
acities of these infants. ^They model handling and stimulation tech- 
niques. They help the parent identify cues and responses of the 
individual, infant . They assist with feeding and soothing. Project 
staff are able to identify a meaningful role for the parent even in 
the ICN setting, which helps to establish the parent's primary role 
when 'the high risk infant goes home. They help prepare the parent 
for the often difficult task of caring fot the. high risk infant at 
home. They are able to talk with these parents about their feelings 
relatfed to the high risk infant. « 

} 

Three major components of parent involvement for further develop- 
ment in the second year were identified in the first year report. 
These include: 

1^ appropriate models and effective tec hniques for involving 
parents in the tertiary ICN setting . This is a unique setting for 
early intervention efforts. The highly technical medical setting, 
concerns about survival, patterns of caregiving a emotional re- 
sponses to the premature or seriously ill infant all have a profound 
impact on the new pare4 in the ICN. The infant educator can be a 
key person in involving^arents in the ICN setting. Infant develop- 
ment is one of the areas of care of the newborn in the ICN in which 
the parent can take an active role. The intervention model and 
techniques of parent involvement mUst be appropriate to this unique 
setting. 

There have been three key accomplishments in this area during 
the second project year: 

i. ^he role of the^evelopme ntal. specialist with- ICN 
parents has been cl arified and documented. 

b. a parent support aroiip has been initiated. 

c. fxpertise in this area Is bejag med jn dgg^qninq 
a guide for parents for use during and after ICN 
experiences . A draft of the manual "Developmental 
Steps" has been completed as proposed and described 
under Objective 6. 



a. The role of thi> develo «nw.ntal aoecialist with parents: The model 
of the ICN Interact Project places strong emphasis on involving and 
working with parents to the extent feasible in the ICN setting. A 
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Vunique ©f concerns and stresses, sre common for*^parents of high 
risk newborns In the ICN. Effective Intervention cennot occur without 
recognition and Incprporetion of these concerns. 

Educstional end supportive components of project Intervention 
with ICN parents will not be described here. They heSre been summar- 
ized In two articles by project staff In the forthcoming WESTAR 
publication, ''Issues In Neonatal Care". 

b. Parent Support Group ; Through joint efforts by project staff, 
ICN nursing, social services and parents of ICN graduates, a support 
group for ICN parents was established during the second project year. 
Initial planning^ included consultation with two Bay Area support 
groups for parents of prematures, as well as review of materials from 
other programs which could be i|3entified. Through a series of meet- 
ings a model of a parent-developed program (rather than staf f -develop- 
ed) emerged as most appropriate to our setting. 

After preliminary meetings a survey was developed and mailed to 
more than 700 families who had had babies in the ICN in the recent 
past exploring interest in a parent support group. A total of 106^ 
returned the survey. Summary data are included here. 

Based on the response to the questionnaire a derision was made 
*to go ahead with parent support group efforts. A ^\imber of activites 
ensued during the remainder of the project year: 

1) an ICN Parent Support Group Advisory Committee was , 
formalized. Meetings were schuled every few months. 



2) a "coffee room'' for ICN parent s , staff ed by graduate 
parents was established. This item was the most 
highly requested ip the parent survey. Parents 
now are staffing the coffee room two evenings each 
week to allow informal support and discussion with 
current ICN parents. 

3) a successful "graduate picnic" was planned and 
held, as was an ICN reunion which approximately 
150 people attended. > 

4) several pre&entations were planned on^ the basis of 
survey responses. The first, "Coping When You Have 
a Premature or Sick Baby" was well attended and 
recfived. ♦ 

5) • bulletin board for parents was established in the 
nursery. 

6) the Idea ojl a parent-to-parent support system or 
"hotline't'was explored. 

7) a search for funding for ICN Parent Support Group 
activities was initiated. 
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CHILDREN • f lOSPlTAL WDICAL CENTER /^^ i^^^i^*^^ A^^G^l^'^ 



PARENT SUPPORT CROUP 



As • parent with a aick Mwb 
to yott? 



«fhat typtft of support would bava kaan halpful 





Helpful 


Mcybt 


Mot Helpful 


— . I • 

a. Talephone contact wxth another 
i>ax^ent 




§ 9 


n 


b. Visit with another parent 1 






7 


^' 

c. Parent "coffee room" at thjp hospital 
staffed by "grsduate" parent villint 
to talk 


fx. 


If 




d. Croup »eetints with grsdiaate parents 
and other parents in the nursery 






13 


^^^craiDt on related topics 




37 


3 



2. 



li you are interested in preient.tion. . Vhit topic, would be of interest to you^ 



C 



Suggestions (indicste if any of the following are of interest): 

?C Cuping with the birth of* sick or premature baby j . 

CoLon aedical problems in newborns (hyaline nembrane disease, patent ductus, etc.) 
*f'/ Homecoming and the family 

^.y Longterro development of the sick or premature baby 

Care and feeding of the premature baby 
^7 Comnunity resources 

S/ Having another baby » 
Additional cownents/suggestions : (Use other side if \iecessary) 



Pleas* eimplet* the following Parent nane(s) 

to update our records: 



Addresa 



City, Itate, Zip 



Child'f name 

CDj/-^E RETURN BY AUCUfT 15. THAllKTOUll Child's birthdate 
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^^fep ^^neoui guoogsUcM for Pim»«f Uopg 

♦Br»a»t fMding * ^ . " 

^Bondtng ^ 

Gblostoiy/Starai Ckrt ^ 

NBC - cause and af f acrt 

Sw^loffToit of babiM with short bofel syndrane 
ChuMS of prvraturity 

Hesponsihility of parpnts of pramturv/sick Infant 
mKa^ ts "noximl^A^t to ajcpect (developrant) of the pmrjature 
turtn abnormalities 

Effects 6f mafli cations on pranature bafcy 

Assodation of birth weight and neurological dcvelcpnent 
How to stiJTulate intellectual grwth in your child 
How to oncourage your child to be creative 
Surgery • preparing yowg child for surcpry 
recovery ' 

phy ecological effects 
Effects of oxygen adninistration 
Financial aspects of having prerature/sidc baby 
Seizures 

^.ahistering nedi cations to the newborn 
Dealing with fwuly/friwds 

coping with "\ps** and "downs" of baby's progress 
Preparing for the birth of a prerature/sidc baby 
Jaundice ^ 
Father's role 
care ot prerature twins 

•Family relationships^ husband/wife, siblings 

tK^^n-ate Kinase Dizyre Deficiency 
•Dealing with ^ling of gxiilt, inadequacy 

Prevention of pranaturity 

tAplLnation of aquipnant/prooedures used in ICN 
CPR and amrgency prooedures 
♦Cardiology /oongenetal heart disease 
S-uigle parenting 
Newborn and divorce, 
iTTf^rforate anus 

How to talk with your naonatologist 



KFAc 

Aixyust 31, 1981 
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pa vglQpmental Quidc for Parents . Ceiitral to the ICN Interact * ' 
Project's intervention approach i» assistance to parents in ob- 
•ervirvS the infant's individual behaviors and interactV»5 with -the 
infantTon the basis of those observations. The behavior of the • 
signitWantly premature infant is dramatically different from that 
of the full-term b^by which most parents- expect . 

Although ecjucation and- interpretation are best done on an inr 
dividual and continuing basis with parents at the infant's bed- 
aide, the number of parents for whom this can be provided is * 
comparatively small. No ^uiiSe to the behavior and development of • 
the infant in the ICN, or to what the parent can do to aid develop- 
ment, is widely available. During the second project year a parent 
a^Jide has been development in draft form which may extend the ex- 
pertise of the project to parents in ICN's other than our own. The 
jnanual is ^described under Objective. 6. 

' " ' j) approp riat e models and effective tec> iniaues for invplvipg 
pgrftnts in th e developmental follow-u p Q f t he hig h lisV. ;nfont. 
Once the high risk infant^ leaves the ICN a iiew-set of concerns faces 
both pArents and the early intervention program which seeks to assist" 
them. The task here is to identify approaches that, ^n fhe one hand 
recognize the special needs, of the high risk infant, but on the other 
hind, do not miniTnize the infant's potential for normal development. 
The high risk infant may be more diffi-cult for the parent to care for 
tues may be more subtle and endurance leas than the healthy term baby 
There may be recurrent medical crises. The baby may be irritable V,^^ 
and dMficalt to soothe. /Lengthy separation from the infant during 
the ICN stay may delay oN|ilter the development, of a basic parent- _ 
infant relationship. Infant development may b# delayed and should 
be closedly monitored. Each of these problems may be lessened by 
appropna^d intervention wad- follow-up once the baby goes home. 

At the" same time, the ability of the high risk infant to recuper- 
ate and develop formally must not be underestimated. It can happen 
that parents perceive t-heir premature or critically ill newborn as 
chronically fragile or even handicapped. Inclusion in a special 
early intervention program can reinforce that perception. 

Until some future time when infant development resources can be 
available to all new parents without .labelling, early I'hterventior. 
with the high risk infant must take a different form from fariy 
intervention with the handicapped infant. It should be preteented . 
as preventative as opposed to remedial or therapeutic. Even more 
than with the parent of a handicapped infant the goal should be 
to reinforc? the parent's individual child rearing skills and con- 
fidence rather than providing an educational program to be carried 
out . 

During the second project" year , several accomplishments have 
been made in the development of an effective follow-up model for 
parents of high risk Infants. These include: 

a. the development of a. parent supp ort j^rouE. for ICN griouates. 

b. preparation of a pa rg n^ manual which deals with jpfp nt 
developme nt ynd intervention during the__tXflns.i»LSIia l per; pa 

' ifte r the babv go es home. 
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c* articulation of an Individualized a pproach to follow>yp. 
This la da»crilSed in more detail under Objective 5. 

3) satisfactory nietftods for ^valu at^nq prolect irhpact on par> 
i^icipatino parents . It may be as 'Appropriate to assess project 
impact on parents as on infants. This is true if , as we believe, 
the parent is the primary developmental influence on the young in- 
, fant/ 

A basic ^activity under Objective 3 is to guide parents in 
Carrying out developmental activities with the Infant in the ICN. 
But in ICN intervention we , cannot merely be concerned with whether 
the parent carries out suggested developmental activities; Though 
this is one measure of project impact, it is not sufficient. The 
ICN is a crisis setting, in which parents get to know their infants 
for the first time, infants who are very different from what they 
expected. The infant educator can have a significant impact on 
the whole process. In order to assess this impact we need. an 
assessment of parent -infant interaction in. the ICN which can be 
correlated with later assessments of parent-infant interaction at 
home, and with the infant's developmental outcomes. Since a sat- 
isfactory instrument of this type does not exist, .the project 
worked toward developing one, which was implemented in the first 
half of the second year. Outcome data will be included in the 
third year report. 

The project has been successful. in establishing during the first> 
project year its role with parents in the ICN. Premature infants 
are being referred to the project at earlier points in their ICN" ^ 
stay, just so that the infant educators can begin work with the 
parents. Many of the infants referred before 31 weeks gestational 
hge are too young and medically unstable for direct developmental 
^ therapy. > However, the infant educator can begin worH with the 
nurse (as discussed under Objective 2) and with the parent, who is 
in the critical early phases of forming a relationship with the 
baby^ and needs support in the crisis of survival. 

As was discussed under Objective 2, the ICN project has par- 
ticipated with nursing and other ICN staff in other accomplish- 
ments which should improve parent involvement with the high risk 
infant. These include the initiation .of a parent support group 
and development of a parent room in the ICN. Project staff have 
supported the move toward primary care nursing, which is helpful 
to the parent, and more liberalized' IC» visiting policies.; 

Bl Slippages or Modificat :^ons of Objectives 

« There have been no slippages related to this objective. A minor 
modification has been made in deleting a parent questionnaire to be 
cdnpleted at the end of the ICN stay, in favor of a Comprehensive 
questionnaire to be completed at the end of the firlt year of pro- 
ject participation. This questionnaire, completed when the infant 
returns for developmental assessment at one year, was implemented 
in the second project year as infants admitted in the first year 
reach that age. The final draft of the parent questionnaire is 
included in the Appendix; Results will be analyzed in the third 
year report. 
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Object 



ive 4t To insure the provision of continued developmental 



therapy to all infants needing such care when t hev are transferred 
from the TPN at CHMC to sec ondarv care nurseries. 

a; Activities and Acc omplishments 

AS originally proposed, the project was to follbw infants trans- 
ferred from the ICN for secondiiry care at two local nurseries. Re- 
fe^«l patterns for secondary care and great interest in development- 
al intervention prompted expansion of secondary care follow-up to 
4 community hospitals. Training In developmental in^^^^^^f "^^J^J.^f" 
provided for several additional hospitals for which greater follow- 
up involvement was not practical. 

During the first year 12 'infants were transferred- to the 4 
secondary care nurseries and received continued developmental ther- ■ 
apy- However, as noted in the first year report, the average length 
of secondary care was much shorter than anticipated. Although a 
few babies remained longer, most received secondary care for only 
one to two weeks. The short stay limited the ext^t and significance 
of the follow-up developmental therapy program. j 

During the second project year the trend toward longer hospital- / 
ization in our tertiary ICN and then direct release to home con- 
tinued and intensified. Only 9 of the 36 infants were transferred 
to secondary care nurseries, remaining 2 weeks or less, and often 
,*only a few day. ^ 

As discussed in Objective 2, training in developmental principles 
continued to be provided to nurses in secondary care nurseries. Five 
hospitals received training by the infant educators as a component 
of the Children's Hospital ICN Outreach Training Program. 

B. Slippages or Modifica tion of Objective . ^ 

The trend toward .less and shorter secondary care nursery stays 
for oA ICN babies was identified in the first year and, confirmed 
in the second. Consequently, a modification of ^^%°^i^f ^^^1,^^^,^, . 
made in proposing third year activities' which J^^^^^^'^^.^e 
and urogram resource allocations. Activities ^^i^^^'^^^ ^^"^ .f^i^^i""^^ 
were proposed on the then-current tranfer rate of more than 50. with 
an average stay of more than 2 weeks. Changes in patterns of inten- 
sive care no longer justify emphasis on model development and data 
collection in this area. 
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Objective. 5: To provide coordinated developmental fol low-up fbr 
infants vho have received developmental therapy in the CHMC ICN 
upon discharge to home , 

fi. Activit^s and Accomplishments \. 

Follow up was an area of particularly successful model. develop- 
ment and accomplishments during the second project year^ Activities 
inelude:^ 



1) provision of fQllow--up seryij&es 

2) establishment of a follw-up developmen tal clinic for 



3) drafting of a description of the follow-up program model 
for replication purposes . 

1) Provision of follow-up services . The developmental follow- 
up program has three major components: 

a. home visits by project staff 

b. quarterly neonatal follow-up clinic visits 

c. coordination of other developmental examinations , 
services and referrals. 

Home visits by project staff : Homfe. visitng is initiated upon 
discharge of the baby from the ICN or secondary care nursery. The 
follow-up nurse is the primary provider of services in the home, 
though the infant educator who worked with the family in the ICN 
"may also vi sit^ particularly in the early weeks. In a few cases 
the infant educator may visit on a continuing basis with. infants 
about whom there are identified developmental concerns. The follow- 
up nurse tailors the home visiting program to the needs of the 
specif ic^f ami ly. Generally she attempts" to make one visit as soon 
as possible after the baby is discharged and a total of two visits 
during the first month at home./ She then attempts to visit monthly 
during the first six months, and every 2-3 months during the re- 
mainder of the year. A total of 113 home, visits were madie duVing 
a 10 month period by the follow-up nurse (no home visits occurred 
during a two month maternity leave) . 

Quarterly Neonatal FoUow^Up Clinic visits; Once discharged 
to home, project participant^ begin a schedule of quarterly neo- 
natal follow-up visits. During those visits they are seen by the 
follow-up nurse,- developmental pediatrician and the infant educator 
%#ho has worked with the family in the ICN. Assessments are also 
scheduled, if needed, by the physical therapist or nutritionist. 
The purpose ±o neonatal follow-up clinic is frequent monitoring 
of medical/developmental progress and current status/ combined 
with developmental reccHTunendations for the next few months. At 
.12. months of age the infant is testad by the project psychologist 
using the'*Bayley Scales of Infant Development; 
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Infant Performance on the Bayley Scales of Infant Development 
And Status at One Year Corrected Age 



Infant' 
« 




1 

2 . 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

2A 
25 
26 
27 
28 
29 
30 
31 
32 
33 
3A 
35 
36 



Ktason Mot Ttsted 
•t 

On« Year 



Lo«t To Folloi/-Up 
Lost To Follow-up 
Lost To^Follow-Up 

Moved Out-Of-Area 
Died 
Died 

Lost To Follow-Up 
Lost To Follow-Up 



Lost To Follow-Up 



Movec^^i; Of State 



Lost To Follow-up 
Lost To i\llow-Vp 



Mental 

Development 
Irdejc (MDl) 



Lost To Follow-Up 



Scheduled Next Year 



5a 



82 



9A 
8A 
61 

109 
115 
98 
91 
98 

89 
112 
81 
* 

93 



109 
5A 
96 

115 

103 
106 



Fhysical 
Development 
Index (PDl) 


Referred , 1 ^ 
to infant 1 ^ 
Program | 


- 

63 




92 




110 




110 


1 


66 


X 1 


80 




98 




92 




110 




86 




86 


1 


66 » 




50 


X 1 


* - 


X 1 


82 




92 






1 


92 




52 


X 1 


* 




AO 

98 




72 


' 1 


' 80 


T 1 

f 1 



X 
X 
X 



X 
X 
X 



4«#.««. 4«i*fttifi«d •» hiving in •merging h«ndic«pping con- 
program contirues for all in£«nt«. 

::2"t««"i pStUurly th. follov-up n»r... 

. By th. end Of th. """V'Sit'UlU ?:?i«fT.«l5?;i"t""ssess- 
r..chlng 12 months of '';?|,""5.„5^;t .r. compLt.d .na 

nent. with th. B.yl.y Scales of i"**"* ?!^?tlSroccurs . Infants ..na 
. m.ltiaiBcipl-in.ry c.s. .J Spproprl.t.. If i 

^rJi"i:;:.nnr;:^of^^^^^ li ?i5ts'.ru;iiy 

fh?o!.",^"tie"cKririlv^.?op..nt enter., cor. . 

diagnostic services. 

A total of 22 developmental assessments were completed^by Jhe^^ 

end of the year on first year P^lj J^^^^f ^^s^ssn^ents were not com- 
for completion ^{tej July J^s^, jn.^^^^^ 

area, or loss 

pleted because of death, JJfYi^lelt that the baby was 

to follow-up - either becuase the family ^*^^^;J*„ecessary , or, 
doing well enough that further "^^.Jf Cental illness, 

n,ore frequently because, ^^'""y.f »^^f J^^^e a JUurn for development- 
divorce, multiple changes of a^dress^ maae a re 
al purposes unimportant, impractical or both. 

AS can be seen from the table which follows at -e^year^cor-^ 
rected age most first year PJ^^^^ff^^^t be noted in interpreting 
the normal rang6. Se^«"i "^^^S tSele babies, particularly for 
this data. First, for a "^"^^'^ °| ^^"J itSff agreed that 

, those hospitalized for much of the ^^^jfiiyS*;;i^pn«ntal factors of 
recuperation ^nd health status «tii ^f research suggests 

unknown significance. Second, a O^^^J'^; ° J, not be predictive 
that developmental scores ^'^J^^/^^^e^^since milder handicaps 
of later performance of Premature babies since m ^ot reflect 

appear l«ter. Third developmental relation- 

^.-ran^d rtfat^d^^era^s n^;^^^^^^^^ ^^^r^Vl^'^' 

rereto^^eStriTanJe^-Sii'alourwhom we had significant con- 
cerns of this nature. 

„ total of 5 of th... » ^;ssrc;p^a"*in":sSiuor.rf "f:"s" ■ 

intervention program, for the ^^"Jif'PPf'^iollow-up «.a .V.e.sment 
««. .Cheaulea for f^vs TTSp^clftc iSv^^oJwntal .r.as 

b.c.u.e of .f""^ " if 1, ol«r that thl. population is an 

Upro^rHtn S"?rr1r:r.it.Uvi'..rly intervention . 

tSEliSS^' *','";£i*5*fli2 I^JLtJI. ^"rainSt. other ..rvic.s n.«l.a 
S%5rM5rrii:.*^f«i«,"?oU*-uP- Outr..ch ..rvlces by the 
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nurse »uch mu providihg tr«n»portation or attending medical •PPoint- 
H«nt. with tha family insure that needed •aaeaamenta and jervices 
occur. All project infanta are scheduled for vision and hearing 
tests dui-ing their first year of life. 

The nurse also coordinates with the family pediatrian. medical 
soecialists. social service personnel and public health nursing 
SJSoSiirCho may be involved with the family. The ^-^ly P^J" ^ 
Strician is informed of every '^•^'•lopmental concern and act ivi^ 
bealnning with the. ICN discharge summary ))y the infant educator, 
and dbntinuing with the neonatal follow-up clinic reports. 

2) T §\ n^M^y^mBnt pf « follow-up develPPmentnl ^j^g^^^ , 

ataff advocated for" then helped plan and implement, a Neonatal 
Jo!low!up CUnic for all high risk infants leaving the ICN Prior 
to this, the only developmental follow-up available was that of J^e 

lnJ;raS? Project, which was limited to a small fraction of those 
infants in need of such services. 

Neonatal Follow-Up Clinic, which utilizes partial ^^^Ji"' J];"^^- 
able through California Childrens Services, is less ^^^''^^^^JJ J" 
Jhat of the ICN interact Project, but it does permit developmental 
monitoring during the first year of life. Infants are ^y a 

develoomental peSyitrician and a follow-up nurse at 6 and 12 months 
co^?e^d aSe. It is hoped that changes in the funding mechanism 
^?so Sill permit some limited home visiting by the follow-up nurse. 
iJnce home visiting has been found to be a significantly positive 
factor in ICN Interact Project follow-up. 

nr^fl^iftg of a ai^scriPtio n of the follow-UP Prpqrfl[n ITPdgl 
for ^LiTo S"on purposes . A descri^ti^ of the follow-up program 
^oSel K ls Selg d^a^g^ra s proposed. The ^""iP^i-d'S^rSffes'Snr" 
vention philosophy, home-based ' ^i^^^^ J"*^ Ses«?btion 

coordination with community resources. A copy of the flescription 

is included in the Appendix. 

p. Slippffnes or Mo difications of Ob1e<ptAve , 

The project met. or exceeded all timelines and PJ^?PO««<3 activities 
related to this objective. Establishment of a Neonatal Follow-Up 
c!iSic wis in unSnUcipated and particulary important accomplishment, 
whi^h should benefit hundreds of high-risk infants leaving the ICN. 
^Here le^e no slippages or modifications of this objective during 
the second project year. 
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f^. Active meg and ftyeompliahmerts 

The orepar.Uon of a development.! guide for P»^*"i»^^ P*'*" ^„ . 
nature wd other new born. In the ICN %r.s propo.ed .» • ..jor .econd 
IJS^IirS veir .ctlvity. The p.rent guide which h.» been nwned 
^SJveJopSeJ:" S^epI J Guide P.rent. To ^^'-JV ^^riS^S'li^er- 
the inteneive Care Nureery/' will be . i»Jor project of the ICN Inter 

.ct Project. ^ 

All related activites have been accompli.hed propo.ed. ^Ji^st 
and Jicond S«fts wjre completed in March and April, ^ate in the 
S^olJcrjear an unanticipated opportunity to have a <=°"^«;^/*^^^^'^^ 
?Jvi^ aSne by WESTAR. the technical a.si.tance agency, hastened 
completion of a third draft. 

The handbook i^phasizes the parent'. 0PP0'^^"'=»i^^*\?"*^. 
assisting the development of their premature or ••'^i^^^i^ ^^^^ 

T? «rDhasi2es observational techniques as abasis for a 
p:j:;t.i'u^^e»tind?ng of and interaction with their infant during 
»r>r? after the ICN Stay. The parent handbook .hould fill .n unmet 
nSed for a itmp^e buJ'^inf orma?ive guide to what the parent may ex- 
pect of and do for the hospitalized newborn. A copy of the table 
of contents is included here. 

R. slinvaof^^ or Modi f^g«tions of Oblective 

The project met or exceeded all timelines and proposed activities 
relaSd ?o tMs Objective. There have been no slippages or modifica- 
tions during the second project year. 
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DEVELC^>MENTAL S^PS 

j^Guid* For Parcipl To 
Infant D»v«lop!n«nt In The Int«i|iiv« Care Nureery 



CONTENTS 



Preface ana AcKnowl#dg«ro#nt» 
introduction 



The Acutely 111 Beby - 

-'tis 

The Special Cere Beby- 



et The Beby I» Like 

mt You Cen Do For Your Beby 5 

•t The Beby I« Like <\ 

et You Cen X>o For Your Beby \\ 

Conv.l..cin, B.by .||h.t Th. B.by^'^J"«,„ 3.by 




y|,,r^ yr TT - T^f Tnfnt With fipeClll PfgjS 




The Firet Step ^the F^t 24 Hour. ; J^^^S^m 

Your Baby *<5 
Th. Bi, St.p - Th. Pir«. - Khjt The 5^^»^'<;^ 3.^ 

NexV St.p. - -n,. rir.t Honth. SS'ri'lS'*Vour Xl 

Beby * 
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nb<gctive 7t To pre p are a training manual An jeve^Qpinentsl thgrflPY 
Tnd parant •duraHl on a u i table for health care ftaff jn Xhe ICH pnc? 
9ther hoapital nu raerics. 

^. Activities a nd fceomplishments 

The preparation of a training manual for health care ataff , like 
tha parant manual "deacrlbed In Objective 6. was proposed as a major 
aecond and thinJ year project activity. The manual was originally 
proposed to be ccrtpleted in draft form by the end of the current 
project year, with completion and dissemination by the and of the 
third year. 

Budget reductions for the second year necessitated elimination 
of the staff expansion planned to produce both the parent and health 
staff training, as well as to expand direct services. The staffing 
limitations required setting prioritites among activities or origin- 
ally proposed. After discussions with ICN personnel, project staff 
decided that a greater need existed for the parent manual than for 
the ICN staff training manual. No dtomparable resource existed f^ 
parents, but the EMI curriculum producec3 by an HCEEP project at ^ 
the University of Virginia Medical Center offered developmental 
suggestions for the ICN. While the project proposed a different 
type of training approach, the parent manual was given a higher 
priority. In second year negotiations it was proposed and accepted 
that activities related to Objective 7 would largely be postponed 
until the third year. 

While the parent manual was given higher priority,' planning of 
the approach to training health care personnel did not cease. Origin 
al plans for a written manual were modified to include both written 
and audiovisual (slide-tape elements). This was based on discussions 
with ICN nurses about what the most effective presentation methods 
would be. Preparation for these elements began in more limited form 
during the second year. 

B. Slippaoes and Modifications of Objective 

Due to budget and staffing limitations in the second year, pro- 
posed activities realted to Objective 7 largely were postponed. until 
the third project year', (see discussion above).. Objective 7 will 
still be accomplished by the end of the project but in modified form. 
No slippages have occurred in working toward this modified objective. 
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pblactiv B: To demonstrate the ef f e ctlvencag of the ICN develop- o 

|i>ent«l therapy proqrm mo that Ot her hospitals will »t«rt timilar 
programs . 

fi. Actlvltlea and Accoinpl lshinents 

TWO types of activities fall under tlhis activity 1) project 
•valuation, and 2) demonstration, iaissimination" and replication 
activities. 

^ > Project Evaluation: Evaluation of prj^ject effectiveness 
is particularly challenging in this new area of intervention with 
premature and other seriously ill newborns. Some of the issues were 
discussed in the first annual report. Briefly, they include the lack 
of developmental assessment techniques; the unpredictability of later 
developmental outcomes from either neonatal risk factors or develop- 
mental assessments in the first months of life; and the variable 
and unknown impact of unstable medical conditions during this period. 

It was clear from the beginning of the project that innovations 
in the evaluation area would be needed. A significant focus of the 
ICN Interact Project has been the development, and implementation of 
appropriate evaluation approaches. The challenge, is even greater » 
because the critical care environment of the ICN and the fragile 
health status of ICN babies preclude any non-essential assessment 
procedures. 

The evaluaticJn plan calls for an examination oS project impact 
in four major areas: 

a. infant development 

b. parent involvement 

c. ICN nurse involvefnent 

d. ICN ecology and discharge procedures. 

The evaluation plan has been implemented as described in the first 
annual report. Several additional modifications occurred during the 
second project year, in the area of infant assessment and parent 
assessment . 

a. Infant a.««s«ment m odifications: Project evaluation procedures 
have ivblved each year of the project, as technical assistance through 
WESTAR has been obtained from noted authorities on work with premature 
infants. In the first year several avaluation procedures were develop- 
ed with the assistance of Dr. Peter Gorski of Mr. Zion Hospital in 
Sin Francisco. These were described in the first annual report. 

Late in the first year project staff learned of an aaaessment of 
premature infant behavior under development by Dr. Heideliese Als at 
• Harvard University (this and other assessments are discussed under 
Objective 1 in this report). Project staff determined that this would 
provide the most detailed infant assessment for evaluation and clinical 
purposes. They began use of the APIS in November and were evaluated 
in assessment procedures by Dr. Als during a 3 day site visit in March. 
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Th« APIB was adoptsd for us* as the primary infant assessment pro- 
cedure, replacing the modified Brazelton assessment and developmental 
obiervation procedures used earlier. 

b. Parent assessment modifications t In addition to refinements 
of infant assessment procedures, the project also developed parent 
asBMsment procedures as proposed during the second year. Khat was 
needed was an assessment of parent-infant Interaction which could 
be Initiated in the ICN but then continued during the first year at 
home. To that end project staff coirbined key ICN interactional 
observation items with earliest items on the Parent Behavior Progress- 
Ion, developed by Dr. Rose Bromwich, et.al. This assessment procedure 
was developed, revised and implemented in the second project year as 
proposed, as was a parent evaluation questionnaire. 

Late in the third project year additional technical assistance 
was provided by WESTAR in the evaluation area. The purpose was to 
develop an evaluation strategy which could cope with the changes in 
assessment procedures and resultant date. Several promising ideas 
were under development at the end of the second project year and 
beginning of the third. These included pooling data on key infant 
behaviors common to all assessment procedures and also examining 
best/worst outcome groups retrospectively. Details of the final 
data analysis plan will be included in_tlii?--iBterim report. 

2) Demonstration. DiBsemlna tlon. Replication and Sto^g pnd ' 
Federal involvement . 

fi. Activities and Accomonplishments 

Major demonstration, dissemination and replication activities 
have been accomplished as proposed. As in the first year, accomplish- 
ments in these areas have exceeded original expectations. Further- 
more sone activities, particularly at the state and federal level 
were of significance to services to high-risk and handicapped infants 
in general. 

pemonstration • . 

Visitors ; Because, of the nature of the project's setting in the 
ICN, on-site visitors We restricted to those planning to initiate, 
or improve developmental intervention programs for high-risk infants. 
A total of 30 visitors were scheduled on-site, of whom approximately 
1/3 were taken into the ICN for actual demonstrations of development- 
al assessment and intervention techniques. For the remainder dis- 
cussion with different staff members and examination of project 
materials met demonstration purposes. 



p«etlnm and regional 
^>urs««. educators, P 



praaentations ; Project staff made presentations at |gur 





A significant demonstration activity was the presentation by 
Dr. Hcidclicsc Als at Children's Hospital Grantf Rpynflg. and at a 



assessment ot prematur^e iniam: o«n«viw*, w» w..^ I I.T 

servatlons ln» this area which support the value of developmental 
intervention beginning in the ICN. 
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Grand round* at Children'* Ho«pital generally attract 50 or 
nor* pediatrician* and medical ipecialiits in the, -East Bay area. 
Special announcementa were distributed by the ICN Project to inter- 
ested profeaaionala from neighboring ICNa and community^agencies 
serving young children. More than 100 people attended the grand 
rounds presentation. 

At a special invitational luncheon presentation. Dr. Als con- 
tinued in greater detail with the developmental perspective. The 
presentation was attended by 35 relevant professionals, including 
neonatologists. nurses, therapists. CDC staff and several pro- 
fessionals from neighboring ICNs. 

Project staff «1«q ' contributed to two booHs by parents and 
f or parents of premature babies , one of which was just published, 
the other of which will be published late in tl)e year. Development- 
al consultation was provided to the authors of both books. 

p^fsemination 

Pi>o<«»gt Brochure ; Approximately 150 iff^es of the project 
brochure have been distributed to visitors, at conferences and in 
response to requests for information. 

Articles: Project staff have produced thrg^ ghapjefg on inter- 
vention with high risk infants. Two of these three chapters were 
based on .conference presentations, which also were summarized in 
a Conference Proceedings published by WESTAR. 

The chapter titles included: 

. " Humanizing the Intensive Care Nursery Environment ■' 
-" yn»w Faces and ftpproache s in the ICN; The Rple of 
the Developmental Specialist" 

These two chapters appear in "Issues in Neonatal Care" to be_ 

published soon by WESTAR. The third chapter appears in "Curriculum 

Materials For High-Risk and Handicapped Infants", to be published 

by TADS. This chapter is: 

-" Intervention With the verv Younoest ; Curricula TQT 
Hinh-Risk and Developm ff ntallv Disced Young ?nfi>nts " 

Media : A summary of an earlier newspaper article "Humanizing 
the ICN^was published in the rfttl"""^ magazine "Children Today . 
Many requests for further information continue to be received as 
a rasult of that article. 

The project also was discussed during an hour long rojitp 
-Special Education For Babies" presented by San Francisco radio 
station KNBR. 



Replication was not proposed as a significant second year ac- 
tivity, but preparation of materials for replication purposes was 
accomplished as proposed. Drafts o^Oa^lication packet materials, 

i 
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th«/par«nt manual and othar material* ware completed for revision 
and use in the final year of the prdjact. 

During the year three extensive site viaita were made by person^ 
nel from other ICNa in the atate (2) and out of state (1) . ^The 
purpose of the site visit was to learn about and replicate project 
procedures. 

Two of the chapters which were completed during the year were 
written as replication o«i<5«» 'o*" other professionals In the ICN. 
One chapter described the role of the developmental specialist in 
the ICN while the other described intervention goals and techniques. 

State and Fe(^eral Involvement ; 

Significant and unanticiapted accomplishments occurred in the 
stimulation of improved services to high risk and handicapped infants 
This was achieved by particiaption in regional , state and national 
advisory committees and task forces concerned with services to young 
cl^ldren with special needs. These included: ^ 

fitate Level ; State Implementation Grant Advisory Committee, 
Qfflce of Special Education . Legislation mandating services to 
handicapped infants was introduced as one result'of committee mem- 
ber activities. Although the mandate was defeated when its proposed 
-funding mechanism was defeated, a state advisory committee. The Ad 
HOC Committee on Early Intervention, was established by the legis- 
lation to report to the Governor, legislature and state agencies on 
services to infants. 

ynfant Systems Dcyirfopment Committee. State Council on PevglOP- 
mcntal Disabilities/ " This committee was convened to identify Ser- 
vices and unmet oMs of disabled infants. It succeeded in encour- 
aging the State /council on Developmental Disabilities to recognize 
services to inf^^ts as one of its three planning priorities for the 
coming year. 

Advisory CorJnittce on Young Children W ith Exceptional Needs. 
Commission on Teacher Preparati nn and Licensipa. Several years of 
committee work on an Early Childhopd/Special Education Teaching 
Credential culminated in a completed competency -based credential 
description, public hearings and introduction to the legislature 
as part of a larger credential bill. Unfortunately the entire bill 
was defeated, but there are hopes that this credential can be intro- 
duced in a new piece of legislation in the coming year. 

Ollfornia rir.t Chan c* Consortium. The consortium of HCEEP 
project* continued to work on behalf of services to young children 
with special needs. Mentoership was expanded to include other leaders 
in the state. The consortium worked to support special education in 
general and specifically lagialation mandating services statewide to 
handicapped infants. The director of the ICN Interact Project agreed 
to act If legislative liason for the First Chance Consortium and to 
be active in involving newly forming infant networks in consortium 
activities. 
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y^dTal L»vel : imBAfl. Th« project director was pleated to 
partlciate irinltl.l drafting of the forthcoming monograph on pro- 
flMiSSTl cimP«.tencle. for wofX with Infant, with .peclal 
their famine.. The monograph .hould be extremely u.eful «?t only 
to .tudent.. training in.tltutlon. ajjd program d^y^lfP®"' ?. 
to Itate. cin.iderl«g credential, and p^ftlJWt^^l .tandard. In thi. 
new area. . .J V 

^. glippaofet or Mod i f lotion, of Oblectlve 

There were no .llppage. or modification, of thl. <*i«c^ive. 
All propo.ed timeline, and actlvltle. were met or exceeded. Par- 
ticipation m .tate and federal advl.ory committee, and ta.k forces 
has and .hould re.ult In benefit, beyond the project*. Immediate 
target area and groups. 
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1^. Activities and AecomplishTnents 

Efforts to obtain continuation funding were Proposed •^P^iJ^'^X 
activity during the final project year. However, during the second 
SroJeit yew Sf forts to inSuri continuation of the second model *:om- 
ponent. developmental fojlow-up services, were successful. 

An ongoing neonital follow-up clinic was established to follow 
all infants meeting certain risk criteria when they leave the ICN. 
SiiugS ?he servicel of the Neonatal Follow-Up Clinic are not as ^_ 
frequent or as effective (e.g. no home visiting) 5s P^^OJ®*^^ 
uD services, they are available to more of the babies who need to 
Se -fonovS: There is hope that modification of the funding mec- 
hanisms at the state level may enable appropriate components such 
as home visiting to be added in the ne«r future. 

Durina the final year continuation funding therefore needs to 
be soSgi? only fo? the first model component, which is <3evelopmental 
inte?vln^ion in the ICN. However, as Jescribed Preceding r^orts. 
continuation funding for thi^ component will be a challenge. Tne 
edSciJor is a new rSle in the medfcal setting and Particularly in 
the ICN. There are" neither professional standards nor funding^mec- 
hanis^ for this role in California. From the beginning of the 
lTo]lTt i? was'recognized that continuation would require. major 
advocacy and perhaps legislative efforts. 

Active participation in the second year in several advisory 
onmrnittees on services to infants was seen as essential to securing 
co^ nullion f or Se ?CN intervention component. By identifying 
SSt needs of the high risk infant population, as well "ew 
^rtunities for early identification and j^^^FY^S^^^"' J^^^^^ 
hoSed that ongoing state funding could eventually 
jSere is growing interest by both the department of Health and 
the Deoartment of Developmental Services, in the high risk intant. 
Leaisla?Ion has just been passed which will permit preventative 
se?i?ces ?S htgh risk infaSts through the Re^i^^^l Center system. 
AUhoSgh a specific funding method was not «f i«^«S,^""^f„^S^ 

second year. ".the climate will be "^^"^^J^ !«YS"^i^^,^?3"^Sjrent 
efforts a,n the final year, to the extent that^the state s current 

economy permits. . 

T^. Slippages and Mo difications of Obi»ctj,ve 

Th^re have been no slippages or modification of this objective. 
PtojSriiS^nnes Sa^Je beeHSceeded by one J^^"^-^? J^"! 

tiniation of one of the project's two c«nponent »«fYij^?;^®^^^°fso 
mep^al follow-up. in the second year. ?f^^l°P^J"J«J^?i'?J;^^Se 
will be available to. larger numbers of high risk infants tnan i^ne 

project was able to serve. 
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III. UNANTICIPATED SPIN-OPP BENEFITS 



The ICN Interact Project continued to be as successful in meet- 
ing and exceeding project objectives in its second year as It was 
in its firsts Pilot work, an expert staff and the support of other 
professionals in the ICNhave enabled the project to achieve Signif- 
icant progress both within and beyond original objectives. In ad- 
dition to achievements related to project objectives, several un- 
expected achievements and benefits can be identified^ 

il unanticipated ben efits to infants, parents and ICN staff. 

These have resulted from; 

a. developmentar services requested and provided for 
41" nori project babies « in addition to the 72 pro- 
ject babies. 

b. participation in the development of an ongoing 
suppprt^ group for parents of premature babies , 
from Children's ICN. 

c. participation in the design of a new, more develop- 
mentally appropriate ICN which will be opend in the 
fall of 1982. 

d. participation in the initiation of an ongoing 
Neonatal Follow-Up Clinic, which will provide : ' 
developmental services to many high risk infants 
leaving the ICN. 

21 unanticipated demonstration and dissemination opportunities 

and products. Of particular note is the preparation of three papers 
for inclusion in two forthcoming monographs. Not only will these 
be useful for replication purposes, they provijde a means of general" 
education of personnel in oth^r medical settings as well. Develop- 
mental intervention and ev^n concern in the ICN is a hew focus for 
many medical professionals who may be able to inriuence developmental 
factors in the ICN once they are aware of those factors.. 

1} unactici pated opportunities to contribute to improvements in 

statewi de services to infants with special needs , - Through partici- 
pation in a number of committees, and^ task forces a numbez^of actions 
have occurred which should result in improved services. (These in- 
clude several committees concerned with qualiiby availability and 
interagency coordination of services to Infant; several ccnnmittees 
concerned with professional competencies and standards in the infancy 
area; and culminating legislative, regulatory and ^licy initiatives. 
Though not all i/nitiat/vefe have been successful yet, the significant 
unmet developmerital n^eds of infants ib California have been brought 
to the attention , of the Governor, legislature, related state agencies 
and state level 'advisory groups. 
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iCN INTERACT PROJECT 

SECOND YEAR PROGRESS REPORT. JULY 1, 1981 - JUNE 30. 1982 
• ■ . 

IV. ADVISORY COMMITTEE . 

^ ja ^^^■imv-* v«ar the Advisory Committee meet as 

During the second P^°J*!^- ^f" adde^ during the year, 

proposed. Several new parent members were J of 

^11 in the year Pl^ns were made to expand the size "f^JfP^ 

the Advisory Committee for the *"°^j;J%o^the expansion is 

The list of .Advisory Committee members prior to T:ne e»H 

included here. 



ADVISC^y COMMITTEE MEMBERS 



Carol Amyx 
p«r«nt Member 
1S07 Gove Street 
Berkeley. Ce. 

524-4000. B63-B520 



Margaret Gillman 
Parent Member 
^671 Vlrdan Avenue- 
Oakland. Ca. 94619 

530-8100 



Irma L. Anderson 
Aftsistant Director of Public 
Health Nursing. West County 
Contra Costa County Healtfa Dept. 
39th and Bissell Street, rm. 1600 
Richmond, Ca. 94805 
231-3151 



Peter Gorski. M.D. 

Neonate logi St 

Children and Youth Project 

Mt. Zion Hospital 

P.O Box 7921 

San Francisco. Ca. 94120 
567-6600 



Veronica Daly. M.D. 
Pediatrian 

Child Development Center 
Children's Hospital Medical Center 
51st and Grove Streets 
Oakland. Ca. 94609 ^ 
428-3351 



Karen Flately 

^•j'istent Director of Nursing 
Newborn Intensive Care Nursery 
Children's Hospital Medical Center 
51st and Grove Streets 
Oakland. Ca. 
428-3995 



Rosamund Gardner, 
Chief Psychologist 
Child Development Center 
'Children's Hospital Medical Center 
51st and Grove Streets 
Oakland. Ca. 94609 
428-3351 



James Harrod, M.D. 
Neonatalogist 

Children's Hospital Medical Center 
51st and Grove Streets 
Oakland, Ca. 94609 
428-3440 



Jane Hunt 

Harold E. Jones Child Study Center 
University of California, Berkeley 
2425 Atherton Street 
Berkeley, Ca. 94704 
642-7031 



Bette isabelle 

Social Worker, NICU 

Children's Hospital Medical Center 

51st and Grove Streets 

Oakland, 6a. 94609 

428-3325 



Bernadette Graf 

Coordinator. Alameda County Develop- 
mental Disabilities Council 
499 5th Street 
Oakland. Ca. 94609 
874-7554 \ 



Wilma Johnson 

Director of Nursing . 

Alameda County Public Health Dept, 

499 5th Street 

Oakland, Ca. 94609 

874-5433 
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Nsry Xi*wis 

Chiia ^vlopumnt »P«cl»y«J, 

Office of AsslstMC* to Child- 
ren. Youth mnA F«nili«» 

llsalth and BuiMtn ftvicmn 
••Qioiwl Offie* 

SO Fuiton 8tr««t 

San Praneiscb. Cm, f4102 

5S1-7460 



Maney 8wc«t 

Director. P»r«nt-Inf«nt Project, 

X.C.M. Interact Project 
Child Development Center 
Children's Hospital Medical Center 
Slat and Grove Streets 
Oaltland. Ca. 94609 
428-3351. Ir55-t521 



Barbara MacKinnon 
Parent Member 
2145 Manzanita Drive 
Oakland. Ca. 94611 
339-2749 



Angela Noel 

Parent Member 

2225 East 25th Street 

Oakland. Ca. 

533-0762 



Nancy N. Obley 

Coordinator, Early Childhood 

Education for the Handicapped 
721 Capitol Mall 
Sacramento, Ca. 95814 

(916) 322-5038 



Ann Parker, M.D. 
Pediatrician 
2510 Webster 
Berkeley, Ca. 
849-1744. 



Iris Polos 
Parent Member 
5398 Bryant Avenue 
Oakland, Ca. 94618 
652-6487 



Richard Umai^slcy, M.D. 

Director. Child Development Center 

Children's Hospital Medical Center 

51st and Grove Streets 

Oakland, Ca. 94609 

428-^3351 

Mike Webber 

Program Director, 

Community Development Services 

Regional Center of the East Bay 

2201 Broadway 

Oakland, Ca. 94612 

451-7232 



Roz Wofsy 

Coordinator, Contra Costa 
Developmental Disabilities Counci 
2280 Diamond Blvd. Suite 365 
Concord, Ca. 94520 
671-4130 , ' 



Sue Santos 
Parent Member 
2422 Telavere Drive 
^mr\ Rnmon, Ca. 
829-9709 

Carolyn Lund 

Clinical Nurse Specialist, ICN 
Children's Hospital Medical Center 
51st and Grove Streets 
Oakland, Ca. 94609 



Marsha Ser vet nick 
Parent Member 
1 Bel Air Drive 



Orinda. Ca. 

254-6354^ 



.94563 
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APPENDIX 



SdTDple Infant Assessment, 
using the Assessment of Premature Infant Behavior (APIB) 

Parent Questionnaire ^ 

Description of Follow-Up Model 

ICN Interact Conference Agenda: 
The ICN: Intervention and Follow-Up 
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% y.,U COHRECTED ACE Vj^jj^ 



AKBf.tKHF.WT OF rUfT F-kM IWrAMT BRHAV10W 
(APli) 

JlyjU 




% A > d £ 




J1 I e: U^n t, r/^'.r i ''<^Str^ii,^^ 



:kaces and maneuvers 



tru«| i> 1: (sWtP- ditf 1) 



3L0 




i"'-— t— — : 

Incovti 



covtring and Turnint: 



I - AtSEtSMEHT or WtETEWM iiirAHT tEHAViyt^on . 7 

>4 y [kaf 111; (low t«ctilt — wavert) i- j i 

A y«>t/lton<>; >J ■V;" nn ^i^l- — — 



"Ml ^ — ^ rr. r-^ z 

»7*ivc Movncnt : 



a'/Uc DiffT«nti«tion; *wrrJi . ' ClabelU; ^^jimL — 

Eying; fry^ rut L l»U>^ic!ie^ fuckin»: t47<^rL^. 

rjtagc TV:** (wtcdiuin tactilt/> 



^vestibular Mncuvcrs) 



Undrcas : k) ^ . '. ^ — — 

Pi|i to Sit: iu^Uifefruk<^ KjcW ^ cJ uu^ hktkjj^ b^sS -jpfU Jr 

Incurvation: V-*!"^ ^ 



Crawl 



r^c Hack Reflex: ujut oA. ^ LiaX^X^ *m? .f^.^ ^ 



T^c Hack Kafltx: uju^ flJl LiaX*^ 
tnaiva Raaction: ffa uJjy ^Lx\AyO 



"ackapg VI: (attention/interaction? (jjji\^i))Lyxr^f- 
IL and Voica; f^^^/!^-f/IZ/v«ui^ '^<L ^ ^/ W c^ IVt^ iu^^ ' ^«M*| « i Ttt ^ . 



' - ^^^^ • - ---i^ -^ 



V jJ^Tvie- 



■EHAVIOWAL iUMMAKY fCALES; (continiMd on ntst fg*) 
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^ , AtfEtlMEliT Of WtETEKM H ffAMT lEIIAVIOK/con. 

I 

lEHAVlOKAL fOmkn lCM.It I 

il 



!•••»•* 



||cor Maturity 

Activity; ,V>u/ 
||nd to Houth:, 




fate Farawieteri ; 



I 




Rt tula t ion Pa 
oidanct Behavior 



Approach Jthaviors 



ak of ExcitcstnC 



t„ . , , 

Kip' 

Facilitation ^t.im\x\AX.\ttrv\ (f^t jLTlj i- ^'jC'^^'^/Ji ^ Ai^tH^^ »4 Hr- f 



LoiDary Attractivanti i : 



I. 



RESSIOMS 
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ASSESSMENT Of fWETEWM INFANT iEHAViOW (AFIP) 



fMsrr&nrtoiss- 



MBO MC NO 



H.AI»,fh.O ©Ftbrorv 1979 



MiviAi. en»cuM»TANei» or INVANT 



TVM O' PBIOlNft 



MtAO 

OOVIPIINC 



.J* T I Ml IQMI 



, QMS 



DAT! or tXAM 



MtlOMT 



TiMi Of IXAM 



iNtlflPlAifyG VAAiASLtS 



iPlACI Of IX AM 



CM 



iAlMG VAJ 




CUMWIM^ INTIMVAL BltWIlN »tlOt 
O MIDLINE ^ - /^^^ 



INPANT'tPBLO 



Ml AO eiACUMPtAf MCI 



.CM 



>ONOifiAi. imoix 



>l AWNS f Art I NT 
□ MOTHEH DfATHEA DtHLtNG(SI QOTHEW ./tx^jCA^ 



tXAMlNIA 



ViOlO 



OUAATiON Of IX AM 



! SCORE SHEET I - SYSTEMS 



tEGEND; t • iaitlint « • l»«»ct«n P • Poii t«cli»fle Swtoi 




It IHtiT » - ^ACKAOeS MP MAWEUVtllS 

[iTiuiwpSfSr 

klOMT 



HAtTLl 
iILL 



MONE/lUHME 
UNOOV€R 

mONE TO tOriNE 











3 








tSlwiin 



1 



1 



/ 



— 



itV I* 

•I •>•<«> 



llil: LOW TACTILE 
FREE FEET /HANDS 

HEEL TOUCH 
FLANTAR GRAS^ 



FOOT SOLE STROKE 



•tV !• 



•NiAS 



/ 



iNiAS^ 



/ 



CLONUS 



FALMAR GRASP 



FALMAR MENTAL 
GRASF 



FASSIVE MOVEMENT 
ARMS 



FASSIVE MOVEMENT 
•LEGS 



ARM/LfO 
DIFFERENTIATION 



OLABELLA 



ROOTING 



.2 



•MAsm 



1 



tWAS/L 
tNiAS/L 



•NtAS/L 



(9 



§*«tAft/L 





Off 











0 



RwKianat R 



APNI 
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SUCKING 



X 



/ 



•NtAtm 

■N«A«/R 



/ 



•NtAS/L 

/J 



iNAAS/L 
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•CORE SHEET II - FACKAOEt AND MANEUVBRI (ContimMd) 



m: MiOtUMTACTiLt/ 
VUTltULAK 

UNOMESS 



»ULLTOtlT 



STANDING 



WA1KIN6 



PLACING 



mCURVATION 



CRAWL 



CUDDLING 



TONIC 
NECK REFLEX 



DEFENSIVE 
REACTION 



77" 



A/' 



a) 



D 



MtAS 



o 



•NBAS 



V: HIGM TACTILE/ 
VESTiiULAR 

ROTATION 



MORO 



Arms 



NSilTiick 



7 



, NstlTuck 



•MAS 



iytt M 

0 



A*fuc<«n 



|VI: ATTENTION/ 
INTERACTION 
ANIMATE VISUAL I. 
AUDITORY (Fm&VchmI 

ANIMATE VliUAL 
CTmb) 



ANIMATE AUDITORY 

INANIMATE VISUAL 
A AUDITORY 
IRmitl 

INANIMATE VISUAL 
ISali mi RmiIc) 



hKlC AUDITORY 



l<iCitMi»n 



MflSSM 



•I 



OritfiSMi^n 



<AI 



<AI 



i2 



•NiAS 



Ian 



r 



r 



•NiAsm 



^1 / 



MiAS/t 



CMt 



4 



Cm* 



Omi 



Ouftiiiv 



Oii»itfv 



OuAtitV 



•tv 



6 



0 



e 



EMULOUS- 



I.) 



4 



CiKn» CM* 



J- 



3 



TONUS 



MOTON 
MATURITY 



ACTIVITY 



HANDTO 
4II0UTH 
FACILITY 



A. 



fATt j^AWAMETiWS 



tlATE 
REGULATION 



;t t ■joULAT lON f ARAMETtRt 

CATALOG OF REGULATION MANEUVERS 

ftMMlMVI 



/ITHDHAWAL 
OR 

AVOIDANCE 
iEHAVlOR 



X o 



' Air 



CMJIETING 



, rEAKOF 
'tXClTEMENT 



. RABIDITY 
OF lUILD^ 



llRRITASILfTV 
ROtUSTNCtS 



/ 



/ 



0 



1 

'/ ! 










0 


o 


A«onm| 


















MolO' 4 

<^ 




C#«HO<»b>titv 
Motor 4 

7 



APfROACM 

OR 
GROWING 
■EHAVIOR 



r^TA. nr. QP WEGULATION MANEUVERS 





Ho«i»« 

/ 


/ 




Mond6MP 


o 


*^ 


Tuck 


My 


Mind 10 


/ 


Ltl'^oot 1 

1 


Mvothmt 

3 


Suck 

/ 


7 


Hand Moid 

■D 






C#0*n9 





«9 I fMotof 
Ml (At 



I 



ItokWMMM 



CONTROL 
OVIR INTUT 



tHJ^MULATlON 



SUMMARY' 
ATTRACTIViNtSS 




ii ^ f)rtbruarv1»7» 
tJ^^^ ^^^^ •.t-t-.MD 



if AMTt 



mc mo 



•ATI 

,09 mAM- 



Ml 



EMYtlOLOOICALlVSTtM 



HOTOH SYSTEM ^ ^ 



i 

4 

J 



s 



T 

III 



VI 



HEOULATORY IYSTB; ^ ^.^ , 




t 
t 

7 

i 
4 




] 



ATTENTION/INTERACTION 



EXAMINATION FACILITATmN^ 



V 



• « f 

VI 



All"./ 
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L. ■ ■ 


R 

VI 


f 




5.i. 





tUPfUMENTAL LIST OF ASYMMETRIES ^ 




O^iwnyrnmttry tetad Ctlwittm wwnotehwktiJ) ^ 
• ~ '1 ■ lubtly li mildiy preatnt tnd/or vtry tr«ntitnt ^ 
d 2 • modirattly pronounctd and/or imtrmitttnt 

3*f>ronoMncad.ilrono 

1 Atymihfltrin Chtek Otrte fiidt ^ PtierJption 


■ 1. Arm ^ 




2. Hand 




I 3. Fingers 
_ 4. iaa 
■ W 5. Foot/Toes 

* 




■j 6. Trunkal Posture 




7. Haadfositioning' 


-~r- 


1 e. Face 




9. Eyes 


• • 
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CHILDREN'S HOSPITAL MEDICAL CEiyiTER 
TREATMENT AND FOLLOW-UP RECORD 



©ATI, 



k^j u/M->(^ ^ A^ur (JUi^ i(ftU4 




V^>i>d[i/.i^/.-lo /<>n.I^leu. a /. /Lg^^^'s/v'h')^ N/u/m/^>u> g Amo^ 



5a 



OAYE 
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Children's Hospital Medical Center 

of Northern OAlitornia 

Sltt and Grove Streets / Oakland. CiWomia M609 / U15» 428 3000 



Dear Parents: 

AS parents of a baby who has been in Children's Hospital 
JStSSilve care Nursery, and as Participant. In the ICN 
T*>4-*«-»r>ii Proiect. we need your help. We would lixe your 
i;^:; S^d ™;s m orde? to improve the ICN jxperlence 
for other parents. We need your evaluation of ^^o^J^^JP^"^ 
oil ICN interact Project has been to you and your baby. 

Enclosed Is. a short evaluation form which we ^©"IJ "'f* 
vSS to complete and send back to us as "J"?;^ 
Se need an evaluation by each family participating In the 
proS«m. If you would prefer, the form^can be completed 
by phone by calling Diane Valentin at 428-3351. 

Thank you for your help. 



Best wishes , ' 



\ 



The ICN Interact Project 
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Childrerfs Hospital Medical Center 

cf Ncrthem California 



51st and Grove Streets /OakUnd, Calif<.mia 94609 / (415) 428 3000 



ti pi^T DOES THF TKTERACT Ptfojf.CT ? ROVTrF FOP WUI??? 



<ih> ICN 

The infant educator. Kathy VandenBerg or Bette FluBhman. 

methods . 
At Home 

and care. 

jp the FoU r^-yp Clinic 

The b.by is .e.n ".ry three .nonth. --in, the U.^^ye>r 
^Jl; thTJSCf :JurJor?inrec.''Jhe''&.. developmental 
progress* $ 

• Finally, at one year of age the P«y<=»^«l°«i^^L^^: J"?"^ 

child's future development. 




Caiildrenls Hospital Medical Center 

of Northern CalifbrnSa 



51tt >nd Grove Street* / 0«kl«nd. California 94609 / U15» 428-3000 
pft ppjT EVALUAT TOM TORM 



J. yvaltt»tlOT> Of Your i:in>gri»"''* 



1. Ov«r«ll, how would you r«te your •xperl«nce« while your 
baby was in the lC^7 (please check one anawer) 



Very Good 



Good 



Poor 



2. What were aoitie of the good experiences for you whi 
baby was in the ICN? 



le your V 



3. What were some of the difficult experiences for you while 
your baby was in^t^ie ICN? 



4. Who were the people who were most helpful to you as a parent 
in the ICN (for example, doctors, nurses. »«><=i»l i^^J"'^ 
•ducators. therapists, other parents, other people), end how did 

they help? 



5. Do you have any suggestions about how to make the ICN ex- 
perience easier for parents? 



A. 

ipar«nt Evaluation Form/con. / 

XI. ffyi^^tia,. of Ymir «^^ri«ne> With the ICN TT)tfrigt Prgim 

1. Ov«r«ll, hov helpful hms the ICK Interact Project been for 
you end your beby? 

very Helpful ^Helpful _ Not Helpful 

2: Plea.e check which pert, of the project were helpful to you 
) . end describe how they helped: 

I nfant Educators In the ICN. How? 
_rollow-Up Nurse visits. ■ How? . 
Follow-Up Clinic. How? 



ERIC 



3. How is your baby doing developmental ly now? 



4. Does your baby have any problems which concern you? 



5 Have your early experiences and the hospitali2ation of your 
baby affected how you feel as a parent? 



6 DO you have any suggestion, about how to maXe the ICN Interact 
Project more helpful to parents? 
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ICN INTERACT PROJECT 
CHILDREN'S HOSPITAL, OAKLAND, CALIFORNIA 

ftf DgvelopiT > ffrt»l Inf yvntlon In tt)e ICW 
ftnd pgvelQpmehfl rollow-Up For Hioh Ri«)c Newbomff 



The ICN Interact Project im m model program funjfl^x 5* .i 
Handicapped Children'* Early Education Programs, (HCEEP) of Special 
Education Programs. U.S. Office of Education. Ita purpoae is pre- 
ventative aarly intervention with newborns In the Intfnalve care 
Nursery who are at great risk for handicapping conditions because 
of significant prematurity of other serious medical problems. These 
are the babies who are hospitalized for a month or more after birth. 
Lengthy hospitalization and the Impact on the family thus compounds 
the baby's medical problems. 

The ICN interact Project is part of the. Child Development Center* 
which has multidisciplinary expertise ^"/^^^"^•"^^^S'/i^f 
and treatment of developmental problems. In f^il^^^fyXSn^. wLni^ai 
The Child Development Center in turn is part of Children s Hospital 
Medical center in Oakland, a large pediatric medical center which 
serves, only children. ; 

The model program has two major service components: 
I) i ^v^lopment^l Interve n tion In the Intensive Core Nvrgyf Y 
II) pgyeloDTnen^gi FoIIow - Hp After Newborn Iptentjvf Care 
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11. Model of Dovglopmental Fo11ow- up After Newborn Int<nf4vc Corg 

yed for Developme nt^al Pq11ow-Up 

Developmental follow-up for babies leaving the Newborn Inten- 
sive Care Nursery after lengthy hospitalizations is important for 
• number of reasons. The primary reason is that significantly pre- 
mature and seriously ill newborns have been found to be at signif- 
icantly greater risk for handicapping conditions than healthy full- 
term babies. By monitoring the early devftjopmental progress of 
these babies, and providing appropriate developmental intervention 
as needed, handicapping conditions car\ be minimized and special 
needs identified early. 

A second reason is the NICN procedures and successes are chang- 
ing rapidly. Babies are being saved at earlier and eaflier^stages 
of prematurity. This generally means longer NICN hospitalizations 
while the very premature babies recuperate, gain weight and begin 
independent physiological regulation and feeding. It also means 
that these babies are being discharged at earlier sizes and ages, 
many prior to being totally well. A good example of this is the 
premature baby who goes home yet req^Jires oxygen via nasal cannula 
for several months afterwards. Families with babies who go home 
not having recup«jrated fully need specialized information, assis- 
tance and support. 

A third reason for follow-up of high risk infants is that both 
prematurity and lengthy hospitalizations of the newborn pose special 
stresses for the family and for the developing parent -child relation- 
ship. A developmental follow-up program, particularly if it reaches 
out to the infant and family at home, can prevent or reduce some of 
the subsequent environmental problems which can result for these 
special babies. 

Target Population 

Since the project is concerned with newborns who are hospitalized 
for one month or more, its population is the sickest and most pre- 
mature babies in the ICN. Currently 95x of its population is less 
than 37 weeks gestational age, B3X is 31 weeks or less and 25% are 
term babies with serious medical problems. Length of ICN stay ranges 
from 5 to 65 weeks with a cOrrent averaOe of almost 4 months. 

Babies seen in the project are ethnically, geographically and 
culturally diverse. ^The- Tea includes, boteh urban Oakland, suburban 
areas and rural areas of Calif ornia ',s agricultural valleys. Socio- 
economic stitus of parents ranges from the 15 year pld -ijAlj P"*"^i 
who has dropped out of high school to the college educated, financial 
ly secure nuclear family. 



B«eauB« of tb« health . mge and familial charactariatica of 
these babl«s, certain types of problems and needs ere coranon in 
follow-up. The premature babies all have had respiratory distress 
•yndrome (RDS) . end currently. 35X aubseouently develop elgnificant 
bronchopulmonary dysplasie (BPD) . Most (60») of these babies with 
IPD 00 home on oxytfen. Approximately 25« have some stage of retinal 
damage, retrolental fibroplasia (RLP) . Other pr6blems such. as 
•sphyxia, congenital anomalies, or being large for gestational age 
•re encountered occasionally. 

Babiee with known or highly likely handicaps at birth are not 
admitted to the project (though they do receive developmental inter- 
vention in the ICN) . Since it is certain that they will need more 
intensive early intervention services, they are referred at discharge 
to infant programs and relevant community agencies. Jhe project s 
population is therefore only infants at risk for handicapping con- 
ditions, though some handicaps become evident during the ICN or 
follow-up phase. 

philoaoDhv and Str ucture of Follow-Vp 

Our ibdel for follow-up of ^these high risk babies is based on 
an essential premise that the special needs and potential outcomes 
for these infants and families are varied, so therefore follow-up 
and intervention . mijst be individually 'tailored. Since most of these 
babierf*have the potential for a normal developmental outcome, inter- 
vention is supportive .and low-key. reinforcing the P«rent s central 
role" as the primary developmental influence on the baby. If ■ co^r 
cern about the infant's development occurs <3"^i "O/ol low-up. - the 
staff also attempts to assist the family in clarifying their under- 
standing and reactiona to that special need. A P«-i>T«ary fOcus in 
follow-up. as in developmental intervention in the ICN. is to fac- 
ilitate the emerging parent-6hild relationship which is ten jeo- 
pardized by the baby's special needs and characteristics, the pre- 
cipitous and traumatic neonatal period, and the lengthy hospital- 
ization. ■ *'•;,. 

The follow-up model has three essential components: 



1) home follow-up n 

2) developmental clinic follow-up 

3) coordination with and referral to 
other resources 

The follow-up program begins while the baby is still in the ICN. 
The iSfant educators introduce the femily to the follow-up ^Jjo 
will be a major resource for them once the bffby is ready to be trans- 
ferred to a secondary care hospital or to home. 

The follow-up nurse is an appropriate resource for these fajil^^s 
since many of the early concerns are health and care- related. Tne ^ 
follow-up nurse has coinpetencies both in nursing and as a ^-vejop- 
^niSl i^ciaJi.t. An important characteristic of •;;PJ^^i;*^^» 
experienS both as an ICN nurse and as a publich health nurse who 
has worked with families at home. ^ 



fiemm FollOW-UP 

A k«y factor in th« •££ic«cy/o£ th« follow-up program is the 
r«l«tlon»hip b«t%#««n fimlly and ft«ff . This begins In the ICN end 
expands to Include the" follow -up murse %»hen the beby goes home. 
The follow-up nurse visits the hdme frequently in the early months, 
in order to eustein. end develop eV supportive relationship by being 
available to tha family during thi^ particularly difficult period of 
the baby's homecoming. 

The nurse is in phone contact with the family in the first days 
»fter discharge. She schedules an imnediate home visit within the 
first week or two. She generally will make a second visit in the 
first month, then monthly visits for the first six months, reduced 
to binnwjthly visits in the second six months. The schedule is 
flexible and is altered to meet the family's specific needs. Some 
femilies require more frequent visits during the critical early 
months, while others need only an occasional visi«J 

Because the baby has received intensive care and usually is a 
prematura baby, health-realted concerns predominate in early visits. 
Parents usually have many questions about feeding and growth, 
visitors and exposure to unknown infections, rashes, room temper- 
atures, dressing the baby, immunizations, and most importantly, when 
to call their pediatrician. Special care requirements such as oxygen, 
tracheostomy or gastrostomy care and other technical questions are 
not uncommon. ^' 

Beyond urgent health care /Questions are other concerns in the 
baby's adjustment to being at/hpme. One common concern is the baby's 
inconsistent sleep schedule /fend how to help the baby settle into a 
regular sleep pattern af teethe atypical ICN beginning. 



Developmental concern^ usually emerge very quickly. The nurse 
attempts to help the pa^nt adjust the home to the baby and provide 
development ally approp^^iate experiences. Since many of the pre- 
mature babies do not look or behave like a full term baby the nurse 
can be a helpful and reassuring guide for the parent. 

Finally aiding the adjustment of the parent and family is an 
important purpose -for home visits. The traumatic early beginnings 
leaves an indelible mark on the parent. Som parents adjust to and 
move beyond this experience more easily than others. Opportunities 
to discuss early experiences and current perceptions are helpful to 
somee 

The baby may continue to present unanticipated behavioral P^o- 
blems to. the family. The baby who is small for gestational age (SGAJ 
or who has BPD is more likely to be irritable and difficult to soothe. 
Or the baby may seem less responsive than others. In each of these 
coiwnon situations the parents may feel that they, rather than the 
baby, are having difficulties. Support for their abilities as parents 
is an important accomplishment for follow-up. The nurse can accomp- 
lish this by assisting the parent in interpreting the baby's cues 
and behavior. She. can also make very practical suggestions 
methods for soothing and arousing the baby. The nursei interactions 
with tha parent are based in part on a formal assessment of parent- 
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and then later 
interrelated 

ijnvolved in follow- 



lnf«»t mtaractlona ah^rtly iftar the baby goas h 
in the flrat y««r. A;^saaainanta and 
with tho«« of the infant educator and other ataff 
up. 

Bt9P»t«i Pol lew-up /clinic 

A. part of the I follow-up program Infant. "^uj|n every three 
.^4->!. %f>T multidiaeiPllnarv developmental axaminitiona. During 

^^cnitl :?iJt^iJg^ir. .i.n by IT 

infant educator and the follow-up nurae. They alio >«y 
a nStritiSniat ©rphyaical therapist if tho.e typfc. of evaluations 

ZrS JSiJi2?i5' Vthe final Clinic visit the J^^P^fS^-i^^nS^^^^ 
aist carriis out a formal developmental evaluation, using "^y^^y 
Icllerof InfSt Development and other developmental assessments as 
appropriate. 

Each Of these disciplines contributes <^>^«i>^;|P?^»P«*^"yf. °" ^^^^^ 
development of the infant and family concerns. j These visits are not 
for the purpose of providing primary health car^. but rather 
;?^cif!c^di?elopmental monitoring. However, tjjisj visit, '"/l^^^ly 
JSo^iinated with the pediatrician or other priifury health care Pfo- 
:?Se? ?J^y pJobJSmTar: apparent- in the bab? gating PFj-f^V 
^are the devilSpmenial ataff can help insure tkit it is obtained. 

Th* uediatrician evaluates the child medicLlly and deyelopmentally, 
with S pS?? cuiir%JaIis on monitoring the batf's "•"^^^^"i •J*^"' 
Jtedical tests and assessments of vision or hear i/ng may be guested, 
^e "ianJ aSucator assesses the baby progress •i^^/'I^.f^JJiJ^'^ 

offers suggestions to the parent regarding <>H«ioP"f "^'^ 
SnS eJoectations. The follow-up nurse coordinates the visit and also 
JSSJS^es in Msessment of pareSt-inf ant interCctions under the 
S:3S:^rs:?e:s"r?he pediatric exam The nurse will even transport 
the family to and from the clinic visit if needed. 

At 15 months of age (if emerging handicapping conditions do not 
■warrSnt^'soSnSr? tSe f?nal clinic visit and P»y|5°J^i?^^I "^^1^ 
irfollowed by multidisciplinary case .review and final disposition. 
iSiiSiirSho Le believed; to be developing normally at one year 

I?e £SS?led for continued developmental follow-up at the Child 
Development Center six months to one year later. 

foerdinq^^ion With C^mnmunltV ReSPUrCCg 

w *.w-. *«n«ui M« veari coordination with ICN and community 

other professionals. 

Co^nunication with the primary heal?h care PJ;;^i;«5» 
ly important. When the baby is discharged from the ICN ■ J^"*'^ 
•Jnt^o tSe pediatrician to axplain the P^'f^fJ^'^" P^fJ^'Hsess- 
the follcv-^ program. After aach clinic visit copies of the assess 
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•Mts and reports ars ••nt to tht p«Si«trici«n JJ^JPffJ'^*' 
with th« p«dl«trlclMi. 

n^m #f»il«.r-uD nur»« also coordln«t«» oth«r •ctlvitio »uch • 

dlnatcs her •£fort» with th«lr». I 

ICN rounds. 

feedback is also obtained from the p»r«nt at the end of 
Formal 5***':;!\,:' "l T- -.v-d to evaluate and comment on both 

informal communications tnc projec^ i» ^^f r.^Hn^e and 

occurring. 
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I.C.K. lnur»ct Project. OdlA D^agrf^^^O^ . 

' are Qsnsorlnq • oe«f«r««: 
Mn9a^ Jtf» 1, 1981, 1:30 to 4t40 pj. 

(foot ot ttiiv^rmity J^.. t the b«y-<iir^««> ^2 



I. 



:i. •:45 - 9:30 . 

I. 9:30 - 10:15 

10:15 - 10:45 
•iV.- 10:45 - 11:45 

11:45 - 12:00 
12:00 - 1:00 

V. 1:00 - 1:45 



VI. 1:45 - 2:15 



VII. 

i 

Till. 



2:15 
2:45 



2:45 
3:15 



II. 3:15 - 4:15 



4:15 - 4:30 
4:30 - 4:40 



NANCY SWEET, MJ^., A*nini.tx*tive Wr^ctar «";Y;«*R««Jte 
l*x3er«tor: RICHARD ttWeWf, M.D. 



PETfR OQRSa. M.D.. D^^e^^Developnentj^^ 
Mt. Zion Hospitml k Medicml Og»ter. S.F.: IfttfTV i CTl VT^'-P^ * " ^\ 

far Infant D»veloprT«nt . Iterin 

nwg KNUDISON. M.A.. P«yctoloQi»t^Jflpn^^ intant wrvi^ui. 

Cdunty: t^vina with Pwn¥Tt.< PrgBtgg ■ 

O^YN UKD M.S.N. . ^^.^f Tpff j ^^.nd Staff 

Questicn-and-AiMwer Period 

Lunch 

^ G^rnnr, M.S., R.D., *^Ucni.t. Child »vel<^t C«t.r, 

borri I.C.U. Pollcw-Ut>. " Srw^T Sarant-to-Pmrwt Qrocp 

Ouestion-ai^-An»wer P«riod . 
aosino R-narks. Evaluation XJueaticnnaixt. . and Adjcirrr-nt 



aore infotmition, ovtr . • 




